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Abstract
Children with chronic conditions often participate in therapy, but there is little information about
how often or for how long therapy services should be provided. Participatory action research
(PAR) methods were utilized in this study and, therefore, involved both parents and occupational
and physical therapists throughout the study. Parental interviews were conducted to understand
parent perception of self-management and how parents felt their child’s therapist was doing or
could do to facilitate self-management, particularly as it related to discharge planning or having
their child take a break from ongoing therapy. Through analysis of parent interviews completed
by the therapist team and additional parent feedback on priorities for change, there were several
concerns parents identified as being important to them when thinking about long-term therapy
planning. A shared decision making tool and supporting documents were subsequently
developed and tested as a method for enhancing collaborative conversations between the parent
and therapist regarding a long-term therapy plan for the child. During follow-up parent
interviews, parents were able to clearly voice long-term goals or a long-term plan for their
child’s therapy, and they had a more positive reaction to the idea of taking a break from ongoing
therapy services. Use of PAR methodology in this study was effective in allowing parents and
therapists to co-create a change that both parents and therapists identified as an improvement
(during follow-up interviews with parents and a focus group with therapists).
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Chapter 1: Introduction
Background
Application of pediatric occupational therapy intervention models vary based on a
multitude of factors, such as practice setting and therapist experience. Client factors, body
functions, performance skills, context/environment, severity of diagnosis, client and family
needs, and insurance coverage also affect the frequency and duration of occupational therapy
intervention. For example, a child with a condition affecting development, such as autism, may
participate in occupational therapy for a few months or several years based on the setting where
the child is receiving therapy services (outpatient services versus school-based), the family’s
goals for therapy, and expected prognosis given severity and level of functioning. Additionally,
the skill level of the child’s therapist in addressing the family’s identified needs and goals for
therapy may impact the type or duration of therapy services.
There are no guidelines established for the frequency and duration of pediatric
occupational therapy services. In a recent pediatric occupational therapy study, Gee et al. (2016)
examined dosing, which refers to how frequently and for how long children received therapy
intervention. They reported that occupational therapy intervention occurred anywhere from one
to 10 times per week and the duration of therapy services lasted between 1 and 96 weeks (Gee et
al., 2016). Gee et al. (2016) demonstrated the wide variation in the frequency and duration of
pediatric occupational therapy services. Due to the limited information on the appropriate dose
of occupational therapy as well as the nature of chronic conditions (conditions lasting for a long
period of time and that generally can be managed but not cured; Center for Managing Chronic
Disease, 2016), determining the appropriate time to discharge or discontinue occupational
therapy intervention is difficult. In a well-regarded, widely-utilized occupational therapy
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textbook Occupational Therapy for Children, Case-Smith and O’Brien (2014) provided an
example of the relationship between increased intensity of therapy services and improved
therapeutic outcomes. They discuss the intensity of constraint induced movement therapy (6
hours per day for 21 days) for children with hemiplegic cerebral palsy and the positive effects of
this intensive intervention. Case-Smith (2014) further goes on to discuss research that more
intense occupational therapy services have produced positive outcomes for this population.
However, there is no mention of how long intensive therapy intervention should occur, and there
is no specific information about how often less frequent occupational therapy services should be
delivered for children with other diagnoses or for other specific interventions. Given the lifelong
challenges experienced by many clients receiving pediatric occupational therapy services, clients
often participate in therapy for many years if they have a chronic condition or lifelong disability
(Riddick-Grisham & Deming, 2011).
The frequency and duration of therapy services may be influenced by a variety of factors.
Critically important factors include the parent preference for therapy intervention (such as
individual or group therapy or the frequency of therapy intervention), parent expectations for
therapy, family readiness to participate in therapy, and the needs of the client and the family
(Bailes, Reder, & Burch, 2008; Hanson, Harrington, & Nixon-Cave, 2015; Palisano & Murr,
2009). These considerations combined with the knowledge and ability of the health care
provider to address these preferences is referred to as family-centered care. Family-centered care
is described as the collaborative partnerships between health care providers, the client, and the
families (Institute for Patient and Family-Centered Care, 2010). Family-centered care has
become imperative in health care settings, even more so in the last decade given the focus on
patient-centered care in the Affordable Care Act (Frosch, Dardess, Baade, & Carman, 2015).
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Family-centered care has also been linked to improved outcomes in pediatric therapy
intervention (Case-Smith, 2010; Dempsey & Keen, 2008; Kuhlthau et al., 2011; Kuo, Bird, &
Tilford, 2011), including parent satisfaction with services (Law et al., 2003; Kuhltau et al.,
2011), fewer unmet needs and less decreased out-of-pocket costs (Kulhthau et al., 2011; Kuo et
al., 2011), efficient use of services and family functioning (Kulhthau et al., 2011), and perception
of rehabilitation outcomes (Jarvikoski, 2015).
In a seminal article in pediatric therapy literature, Rosenbaum, King, Law, King, and
Evans (1998) developed a framework for family-centered care for pediatric therapists, including
principles and provider behaviors that support the provision of family-centered care. A broad
overarching strategy within this framework is for the therapist to support and encourage the
involvement of all family members while also understanding that parents know their children the
best and want the best for their children (Rosenbaum et al., 1998). In this framework, therapists
encourage the child and family to make decisions regarding the child’s care, and intervention is
based upon the child’s needs and goals for therapy (Rosenbaum et al., 1998). Additionally,
therapy intervention is customized to each family based on the strengths of the family
(Rosenbaum et al., 1998).
In family-centered care models, the therapist establishes a partnership with the child and
his/her family (Rosenbaum et al., 1998). This partnership between the client, the family, and the
health care provider (therapist) is the cornerstone to promoting self-management (Lorig &
Holman, 2003). Effective self-management involves the client and family’s ability to handle the
signs, symptoms, and difficulties associated with the condition on a regular basis, to seek
additional medical intervention and services appropriately when needed, and to facilitate the
participation of their children in desired occupations. If a client/family is not honest with the
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health care worker about activities being done or not being done at home or if the health care
worker makes assumptions about the activities the family will or will not be able to do, the
relationship will not work to its fullest potential. To maximize the benefits of their partnership
and ultimately outcomes in pediatric therapy (Kuhlthau et al., 2011), therapists and
clients/families need to establish a partnership and openly communicate and collaborate with one
another. Through open communication in a well-developed partnership, the health care provider
and client/family are able to work as a team (Kuhlthau et al., 2011) to assist the family in
developing necessary self-management skills while promoting the family’s ability to participate
in desired occupations.
Statement of the Problem
Due to limited research regarding the effective frequency and duration of therapy services
for children participating in occupational therapy treatment, pediatric occupational therapists
often experience difficulty related to discharge planning and with modifying the frequency of
therapy intervention. The collaboration and partnership between pediatric occupational
therapists with clients and their families is crucial for maximizing outcomes of therapy and for
providing effective self-management support. Given changes in health care and reimbursement,
including the shift from a fee-for-service model to value-based reimbursement (Brown & Crapo,
2014), it has become increasingly important to decrease the length of direct therapy intervention
for individuals with chronic conditions and to promote increased self-management of conditions
outside of medical settings.
Self-management involves maximizing the client’s and family’s ability to effectively
manage the child’s condition, including patient and family activation and promoting client stage
of readiness (Porchaska, 2008) for participation in therapy. Self-management of a condition is
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complex and involves the development of skills, such as problem solving, decision making,
action-planning, resource utilization, and self-tailoring (the ability to apply skills and knowledge
to one’s self; Lorig & Holman, 2003) as all of these skills are rooted in a partnership between the
client and his/her health care provider(s). Therefore, opportunities to develop self-management
skills must be provided within the context of client-centered/family-centered care.
Effective self-management and adherence to medical recommendations are critical for the
proper utilization of health care services in order to decrease health care spending for individuals
with chronic conditions while still maintaining quality management and maximizing function of
a person with a chronic condition. Medical recommendations may include use of equipment,
taking medication, lifestyle modification, or home programs. Costs related to non-adherence to
medical recommendations are estimated to be billions to trillions of dollars for medication nonadherence alone (Iuga & McGuire, 2014). Non-adherence has been linked to poor health
outcomes and increased expenditures (DiMatteo, 2004; Iuga & McGuire, 2014). In 2010, it was
estimated that 86% of all health care spending in the United States (US) was for individuals with
one or more chronic conditions (Gerteis et al., 2014). Patient-provider partnerships are key in
promoting adherence (Martin, Williams, Haskard, & DiMatteo, 2005) and self-management
(Modi et al., 2012), making it critical to shift from paternalistic medical models (models where
the health care provider tells the patient the action to take, and the patient is expected to follow
through with the recommendation) to patient- and family-centered care models (Case-Smith,
2014) in which patients and families view themselves as partners in their care.
The development of self-management behaviors has been linked to a concept referred to
as patient activation. Patient activation refers to a person’s knowledge, skill, and confidence in
his/her ability to manage his/her health and health care, and patient activation is a predictor of
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individual health outcomes and the amount of health care services a person utilizes (Hibbard,
Greene, Shi, Mittler, & Scanlon, 2015). Patient activation is an important indicator of readiness
to participate in self-management tasks (Porchaska, 2008). The ability to complete selfmanagement tasks may ultimately result in decreased spending for health care services (Hibbard
et al., 2015). Currently health care systems are not designed to maximize client’s selfmanagement abilities, such as providing appropriate information or resources to clients or
enabling supportive interactions with health care professionals (Townsend, 2011). When
working with individuals with chronic conditions, it has become increasingly important for
health care providers to focus on patient activation (Hibbard et al., 2015) and to incorporate
strategies that support patient activation in order to maximize outcomes of medical encounters.
These strategies may include the use of approaches for enhancing collaborative relationships
with patients and their families, such as coaching or motivational interviewing.
Rehabilitation therapies, such as occupational therapy and physical therapy, often serve
similar patient populations and work in conjunction with one another. In traditional occupational
therapy and physical therapy educational curricula, students are instructed in a variety of
therapeutic interventions for individuals. The accreditation standards for occupational therapy
programs include standards for things such as client-centeredness and “instruct and train the
client, caregiver, family,” and so forth (Accreditation Council for Occupational Therapy
Education, 2011), but there are no specifics for how occupational therapy programs choose to
educate students about these concepts. Occupational therapy programs determine how to address
each standard and how to operationalize each standard. For example, each program determines
which methods or strategies will be utilized to teach students concepts, such as client selfmanagement and facilitating patient activation for management of his/her condition outside of
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direct therapy intervention. Therefore, therapists’ knowledge and training of these concepts may
vary.
The most recent edition of the Occupational Therapy Practice Framework (OTPF;
American Occupational Therapy Association [AOTA], 2014) has an explicit description of the
role of occupational therapists, including approaches to therapy intervention that differ from
traditional paternalistic medical models. Examples include those that create and promote health
preventative interventions, both of which are important concepts in self-management of a
chronic condition. The OTPF (AOTA, 2014) has specific intervention approaches that
occupational therapists could use to support self-management skill development when educating
and training clients and their families. These strategies may include customizing education and
training based on the client and family’s needs and stage of readiness for change (Porchaska,
2008). Customizing education and involving the patient and family in the development of the
home program are crucial for promoting self-management. Therapy home programs are
composed of specific activities, including structured practice designed to be completed in the
child’s natural context to support the carryover of therapy treatment in the child’s home
environment.
Children with chronic conditions are often referred for occupational therapy and physical
therapy services. The role of occupational therapists working with individuals with chronic
conditions includes maximizing the ability of the client to engage in desired occupations and
participation in life roles (Bondoc & Siebert, 2015). Once therapy services are initiated with
children with chronic conditions, it is often difficult to determine an appropriate ending point for
therapy and discontinue/discharge ongoing therapy services given the lifelong implications and
difficulties associated with chronic conditions, such as autism, cerebral palsy, and Down
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syndrome. Determining an end point for therapy is also difficult due to the paucity of literature
about the most effective dose or type of therapy intervention for children with various
conditions. Given the increasing prevalence of chronic conditions (Kraus, 2017), health care
spending waste related to non-adherence and reimbursement difficulties, pediatric occupational
therapists and physical therapists need to improve systems in order to maximize the effectiveness
of their intervention by incorporating strategies that support self-management and promote
patient activation. These strategies may also include the use of brief episodic models of therapy
for children with chronic conditions as opposed to ongoing therapy for many years.
When the family is managing the child’s day-to-day care (in an action or maintenance
stage), the occupational therapist or physical therapist may recommend a break from consistent,
ongoing therapy services. These breaks may allow the child to practice skills learned in therapy,
participate in activities within his/her community, or help the family identify which therapeutic
needs remain. Even families in action or maintenance may want to continue ongoing therapy,
despite their therapist’s belief that they may be ready to take a break or stop ongoing therapy
services. There is no current literature to help pediatric therapists to make decisions related to
ongoing or episodic care for children with chronic conditions. Pediatric therapists need to
enhance their understanding of the factors that influence a family’s desire to continue or
discontinue therapy throughout their child’s lifespan, including understanding how the family’s
long term goals for the child influences the decision to want to continue therapy even if the child
is doing well, managing the condition outside of direct therapy intervention.
Purpose of the Study
The purpose of this research study was twofold: first to explore occupational
therapy/physical therapy client and caregiver perceptions of self-management as it relates to
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discharge planning and, second, to determine the type of supports or systems pediatric therapy
departments could implement during the therapy process in order to facilitate self-management.
Research Questions
In keeping with the spirit of participatory action research, the following overarching
research questions guided the research study with additional probes/prompts developed to guide
interviews as appropriate.
1. How do parents/caregivers perceive self-management of their child’s condition? How
do clients perceive self-management of their condition?
2. What do caregivers or clients perceive the role of their therapist to be in promoting
self-management of their/their child’s chronic condition?
3. What do occupational therapists and physical therapists at CCHMC perceive their
role to be in providing self-management support?
Definitions of Key Terms
1. Self-Management. The ability of the client and his/her family to collaborate on and
adhere to individualized therapy treatment recommendations and appropriately handle
signs/symptoms/difficulties associated with the therapy diagnosis to maximize quality
of life and participation in life roles, which includes medical management, role
management, and emotional management (adapted from Lorig & Holman, 2003 to
apply more specifically to therapy).
2. Chronic condition. A condition lasting for longer than 3 months that is diagnosed by a
medical professional (Centers for Disease Control and Prevention [CDC], 2017; van
der Lee, Mokkink, Grootenhuis, Heymans, & Offringa, 2007).
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3. Stage of readiness/stage of change. Based upon the transtheoretical model of change
and a person’s preparedness to make a change. The five stages of change, including
pre-contemplation, contemplation, preparation, action, and maintenance (Porchaska,
2008).


Pre-contemplation. Characterized by an individual not planning to take action in
the foreseeable future (6 months or longer), possibly due to being uninformed or
underinformed or because of being demoralized by attempting to take action in
the past and being unsuccessful (Porchaska, 2008).



Contemplation. An individual is considering taking action but is not yet making
steps toward changing, individuals often appear ambivalent (Porchaska, 2008).



Preparation. The stage when an individual is planning to take action within the
month and are taking small steps toward action (Porchaska, 2008).



Action. Characterized by an individual making a behavior change in a way that
will affect their health or reduce risk of disease (Porchaska, 2008).



Maintenance. The stage when behavior change or action has been sustained over
time (6 months or more) and the person is not likely to relapse or return to
previous habits (Porchaska, 2008).
Rationale

In 2010, Cincinnati Children’s Hospital Medical Center (CCHMC) launched a five-year
strategic plan with a focus on improving the quality of care provided at CCHMC while focusing
on decreasing expenditures; this strategic plan included a goal focusing on individuals with
chronic conditions. As a result, all occupational therapists, physical therapists, and therapeutic
recreation specialists (TRs) at CCHMC completed self-management training with training
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occurring for all therapists between 2011 and 2015. The focus of this training was on teaching
therapists how to use techniques from motivational interviewing (MI; Rollnick, Miller, & Butler,
2008) to promote client and family management of the condition as well as providing tools for
therapists to use with clients to support development of self-management skills.
The training included four components:
1. A one-hour online training session.
2. A five-hour interactive group training session.
3. A one-hour follow-up session.
4. Observation of individual therapy sessions.
Therapists were required to complete online MI training modules prior to the classroom training
session. The online modules were used to introduce the concepts of MI and provide the basis for
the group training.
The five-hour interactive group session included didactic and interactive components,
allowing therapists to practice using MI techniques in simulated patient situations. Therapists
were taught to use techniques, such as open-ended questions, affirmations, reflections, and
summarization (Rollnick et al., 2008) in order to facilitate more interactive conversations and
collaborative partnerships between parents and therapists. Additionally, they were taught
strategies to enhance collaboration with children and their families, such as being empathetic,
“resisting the righting reflex” (telling patients which things they need to be doing differently as
opposed to having them discuss their ideas for behavior change), and using an elicit-provideelicit technique (eliciting the family’s concerns or ideas, asking permission to share information
prior to providing information, and then ensuring the child and/or the family understood the
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information that was shared or discussing their thoughts about the information; Rollnick et al.,
2008).
The occupational therapists, physical therapists, and therapeutic recreation specialists in
the training sessions were taught strategies to facilitate collaborative action planning with the
parents as opposed to just providing therapy home program exercises and activities. During
action planning, the occupational therapists and physical therapists were encouraged to focus on
the client and family’s goals and to have the caregiver verbalize which home program activities
they would be able to complete to facilitate enhanced motivation and confidence. The
occupational therapists and physical therapists were encouraged to discuss barriers their clients
may have that would hinder their ability to complete the home program, allowing the therapist to
work with the family on strategies to eliminate or reduce these barriers. Additionally, therapists
were taught to help families identify supports that they already had in place within their everyday
lives that would improve their ability to complete home program activities. Motivational
interviewing is an evidence-based technique for enhancing collaboration and the patient-provider
partnership between health care workers and their families and will be discussed in more detail
in Chapter 2.
The focus of the follow-up group discussion session was on implementation successes
and problem solving the challenges that the therapists were encountering as they incorporated the
techniques and skills in their practice. During individual observation sessions, a selfmanagement trainer observed each occupational therapist or physical therapist treating a patient
to ensure that therapists were using MI techniques to facilitate self-management with clients and
their families. After the observation session, the self-management trainer met with the therapist
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to discuss strengths and continued areas for growth for using these techniques in practice;
additional follow-up observation sessions were scheduled with therapists as necessary.
Despite the fact that the focus of the training was on teaching therapists
techniques/strategies to facilitate more effective self-management, the occupational
therapy/physical therapy division at CCHMC has continued to struggle with facilitating the
development of self-management in patients and families and have also continued to have long
waiting lists for treatment because clients remain in therapy for long periods of time, even when
the family is in an action or maintenance stage of readiness (Porchaska, 2008) and may no longer
require skilled intervention. Therapists were taught that generally if families stayed in action or
maintenance stages of readiness and if they seem to be effectively managing the child’s care
outside of therapy that they likely did not need their therapy home program activities updated
every week or may no longer need a therapist working with the child on a consistent basis,
potentially opening up times for new clients to get in for therapy.
At CCHMC, the client’s stage of readiness is assessed and documented by therapists at
every therapy encounter in the child’s medical record. Review of these data indicated that
approximately 50% of patients who are receiving occupational therapy or physical therapy are
assessed to be in action or maintenance stages of readiness, yet they often continue to attend
therapy at a regular frequency (weekly, every other week, or multiple times per week). The
dissertation study has addressed the research questions regarding how clients and families view
self-management as it pertains to therapy, how they know or identify an appropriate time to
decrease or end therapy services, and how they feel their occupational therapist or physical
therapist currently does or could do to promote their ability to manage the condition.
Assumptions and Limitations
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A challenge for this research project was to enter the study without assumptions about the
potential solutions or strategies needed to “fix” the issues that are still being experienced related
to therapists supporting families of children with chronic conditions in the development of selfmanagement skills. It was assumed by leadership in the Division of Occupational and Physical
Therapy at CCHMC that the self-management trainings for CCHMC occupational therapists and
physical therapists over the past several years would enhance the ability of the therapist to
support client self-management of conditions and would lead to improvements with attendance
and participation in therapy as well as more appropriate utilization of therapy services, including
taking a break from therapy or discontinuing ongoing therapy services. However, this training
was designed as part of a hospital-wide initiative and not necessarily in response to the services
the consumers of occupational therapy and physical therapy services indicated would be useful
for them. Therefore, by involving clients and/or their caregivers and direct care providers within
the division of occupational therapy and physical therapy at CCHMC, the investigator sought to
understand the ongoing needs and barriers to using appropriate service delivery models with
clients. The investigator sought to explore other factors that may be affecting self-management
or influencing a family’s decision to continue or discontinue therapy services. All individuals
involved in this project needed to listen openly to the information that was shared and
thoughtfully developed, and changes implemented based upon the information generated from
the dissertation study and not on previously held beliefs or assumptions.
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Chapter 2: Selected Review of the Literature
The incidence of chronic conditions and developmental disabilities has continued to
increase in both pediatric and adult populations (Kraus, 2017). The United States Census Bureau
reported that there are over three million children under 18 years of age living with a disability,
or roughly one in every six children ages 3 to 17 (CDC, 2017). The CDC explained that
developmental disabilities begin during childhood developmental periods, affect the child’s daily
functioning, and last throughout the course of the person’s lifetime (CDC, 2017). Health care
providers need to focus on how children and their families will be able to manage their condition
throughout the lifespan due to the changing needs of the child as he/she matures and develops
and given the lifelong nature of developmental disabilities. Occupational therapy is a service
frequently utilized by children with developmental disabilities (Case-Smith & O’Brien, 2014).
As such, occupational therapists should implement strategies to enhance partnerships with clients
and families. Occupational therapists should consider the role they play in helping clients and
families learn how to manage these lifelong conditions and how they can affect the child’s and
family’s participation in desired occupations during the course of therapy intervention and
beyond.
Impact of Disability on the Family
An important part of working with children with disabilities is considering their role
within the larger context of their family unit. As discussed previously, the incidence of
childhood disability has continued to increase with approximately one in six children now being
affected by a disability (CDC, 2017). Children with disabilities often experience developmental
delays and often do not reach their educational potential (Kuper et al., 2014), which has
implications for the child’s future. Beyond the impact of the disability on the child, caring for a
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child with a disability can be challenging, and taking on the role of caring for a child with a
disability can consume much of a parent’s life (American Academy of Pediatrics [AAP], 2014),
making it difficult for the child’s parent to participate in other roles. Childhood chronic
conditions affect the child; his/her parents; siblings; and extended family, such as grandparents;
the presence of the chronic condition can affect all aspects of a family’s life (Reichman, Corman,
& Noonan, 2008).
There can be positive experiences of having a child with a disability on the family.
Positive experiences reported by families include broadening the family’s horizons, enhancing
family cohesiveness, increasing self-awareness of inner strength, and encouraging connections
within the community (Reichman et al., 2008). Parents also reported that having a child with a
disability allowed them opportunities for personal growth that they may not have experienced
otherwise. Other positive experiences reported by parents were an increased sense of pride and
strengthened relationships as the result of having a child with a disability and an enhanced sense
of positivity in embracing diversity (Lodewyks, 2009). In a qualitative exploration of fathers
raising a child with autism, Potter (2016) reported that fathers felt they had a strong bond with
their child with autism, were able to appreciate their child’s unique individual qualities, and the
fathers were given an opportunity for enhancing their ability to be nurturing and enhanced their
own personal development. Trute, Benzies, Worthington, Reddon, and Moore (2010) reported
that mothers of children with developmental disabilities had strong coping abilities and an ability
to find positives even in the face of challenging situations.
While there have been positive feelings reported regarding having a child with a
disability, there are also a number of reports about the challenges that families face when one or
more of the children has a disability. These negative experiences may include financial cost;
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time commitment; physical and emotional stresses, such as exhaustion, fear, anger, despair, and
isolation (National Disability Authority, 2014); and other complex considerations. These
negative experiences may include things like impact on the parent’s work, difficulty finding
appropriate childcare, and the parents’ decision to have other children (Reichman et al., 2008).
Parents of children with special needs spend just under $4,000 per year out of pocket on medical
expenses for their child with special needs, and they often spend 40 or more hours per week
working with their child with special needs (Special Needs Planning, 2017), which is the
equivalent to having an extra full time job. Caregivers’ psychological and physical health are
strongly influenced by their child’s behavior and caregiving demands (Raina et al., 2005),
meaning increased demand on the caregiver has an increasingly negative impact on the
caregiver’s health. Parent and sibling roles and participation are often negatively affected by the
child with a disability, which may include parents having less time to spend with the other
children or parents and siblings not taking part in desired activities in the community (Reichman
et al., 2008). In a diagnosis specific example, mothers reported significantly decreased physical
and mental health as a result of caring for a child with cerebral palsy (Byrne, Hurley, Daly, &
Cunningham, 2010). The entire family unit, including parents, siblings, and grandparents, can be
negatively affected by the demands a family experiences when raising a child with special needs
(Raina et al., 2005; Reichman et al., 2008).
An important study of long-term family adjustment to childhood disability found that
when parents initially had more negative feelings about the impact of the disability on the family
shortly after diagnosis that they had lower levels of reported family well-being in the long term
(Trute et al., 2007). Trute et al. (2007) indicated that initially both parents felt negatively after
receiving their child’s diagnosis, but as the child entered intervention services, both parents
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shifted to having more positive feelings over time. These points are salient for pediatric
therapists to consider when delivering care to children who have just recently been diagnosed
with a developmental disability. Families of a child recently diagnosed are likely experiencing a
lot of negative emotions and grief as well as feeling stressed and worried as their child begins
seeing a variety of specialists.
There are a variety of factors that influence self-management, success in therapy, and
ultimately improved participation in desired life roles. As noted above, emotional management
is one of the key components of effective self-management (Lorig & Holman, 2003). Pediatric
therapists should consider the stressors a family encounters when a child has a disability and take
steps to address these issues, including building parent advocacy skills and referring parents to
support groups, resources (i.e., organizations or Web sites), or other professionals.
Caregiver health and well-being can be improved with support for child behavior, support
for participation in daily activities, and strategies to decrease stress and increase self-efficacy
(Raina et al., 2005). Within the context of therapy sessions, pediatric therapists can promote
success in therapy and decrease the stress or burden on families by providing parent training and
feedback and allowing the family to identify the goals for therapy intervention (Baker et al.,
2012). Parent training was found to decrease negative interactions between the parent and child
as well as decrease problem behaviors in the child (McIntyre, 2008). Due to the scope of
practice in occupational therapy, pediatric occupational therapists have a unique opportunity to
facilitate self-management of the child’s condition while facilitating participation in desired roles
for the child and members of their family.
Family-Centered Care
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The Institute of Patient and Family-Centered Care (2017) defined and described the
benefits of family-centered care:
Patient- and family-centered care is an approach to the planning, delivery, and evaluation
of health care that is grounded in mutually beneficial partnerships among health care
providers, patients, and families. It redefines the relationships in health care by placing
an emphasis on collaborating with people of all ages, at all levels of care, and in all health
care settings. . . . This perspective is based on the recognition that patients and families
are essential allies for quality and safety—not only in direct care interactions, but also in
quality improvement, safety initiatives, education of health professionals, research,
facility design, and policy development. Patient- and family-centered care leads to better
health outcomes, improved patient and family experience of care, better clinician and
staff satisfaction, and wiser allocation of resources. (Institute for Patient and FamilyCentered Care, 2017, para. 1-2)
The concept of family-centered care was developed after World War II and has continued
to evolve since this time (Jolley & Shields, 2009). Until the 1960s, paternalistic medical models
in which health care providers told patients and families the actions that should be done with the
expectation that the patient and family would do as they were told, were used in almost all
medical settings (Jolley & Shields, 2009; Wells, 2011). When this shift to a family-centered
care model was initiated, families of children and youth with special health care needs were
frontrunners in desiring these partnerships and collaborative relationships with their children’s
health care providers (Wells, 2011).
Review of the historical evolution of family-centered care specific to children with
special needs and developmental disabilities indicated that the 1960s marked a pivotal shift in
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time with the passage of civil rights legislation, which affected education and then subsequently
health care (Johnson, 2000; Wells, 2011). In the early 1960s, families of children with special
needs were expected to listen to expert medical professionals’ recommendations (Wells, 2011).
They were not allowed to be present for most medical procedures with their child, were not
allowed access to their child’s medical record, and had limited or no support for medical care for
their children, even when their children had complex health issues (Wells, 2011).
In the 1970s and 1980s, important legislation was passed regarding the education of
children with special needs and developmental disabilities (Johnson, 2000; Wells, 2011). Since
its passage in the 1980s, the Education for All Handicapped Children Act, now referred to as the
Individuals with Disabilities Education Act (IDEA), has been revised many times (IDEA, 2018).
The IDEA includes laws requiring children be educated in the least restrictive environment and
mandated that early intervention services be provided for infants and toddlers (IDEA, 2018).
These laws provided a framework of rights and responsibilities for families of children with
special needs regarding their child’s education (IDEA, 2018) and also set forth the standard that
families should have an important role in their child’s health care as well (Kuo et al., 2012;
Wells, 2011).
During this time, leaders in the Maternal and Child Health Bureau promoted the concept
of family and professional partnerships. These leaders were instrumental in beginning the
establishment of a collaborative model of care between families and their child’s health care
providers (Wells, 2011). Between the 1970s and the 1990s, the Maternal and Child Health
Bureau worked to establish the family’s role in their child’s health care, both at the individual
level as well as at a system and organizational level by involving families in the development of
health care projects and policies (Johnson, 2000; Kuo et al., 2012; Wells, 2011). The 1990s and
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2000s showed continued expansion on these ideas as well as changes in funding for children
with special needs, the development of national surveys to collect data about children with
special needs, and further expectations regarding families’ rights to be involved in all aspects of
their child’s care (Wells, 2011). In 2010, when the Affordable Care Act legislation was passed,
patient-centered care was a central concept (Civic Impulse, n.d.). The Affordable Care Act
began linking patient experience and quality of care to reimbursement for health care services
(Kuo et al., 2012; Mroz, Pitonyak, Fogelberg, & Leland, 2015) as part of the triple aim:
improving the experience of care, improving the health of populations, and reducing the per
capita cost of health care (Berwick, Nolan, & Whittington, 2008). One quality indicator that is
now expected in health care settings is family-reported satisfaction of collaboration and
partnership with the child’s health care provider (Kuo et al., 2012; Wells, 2011).
Despite all of these advances in policies over the last half of a decade, implementation of
family-centered care and the development of effective partnerships between families of children
with special needs and health care professionals has continued to be a challenge (Abraham &
Mortez, 2012; Hughes, 2011; Wells, 2011). Hughes (2011) describes patient- and familycentered care as “more talk than action,” (p. 1) largely due to the conceptual nature of familycentered care as opposed to actionable steps for health care providers to use in practice. A
variety of researchers have discussed barriers that have been identified within organizations and
health care provider attitudes that prevent the implementation of family-centered care (Abraham
& Moretz, 2012; Arcuri et al., 2015; Kuo et al., 2012; Lawlor & Mattingly, 1997). In outpatient
health care settings, family-centered care practices have continued to vary due to the lack of
consistent actionable initiatives that providers are required to execute (Kuo et al., 2012). For
example, standard practice for inpatient hospital settings is the use of bedside rounds in which
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the health care team meets with the patient (and family) daily to discuss the care plan (Kuo et al.,
2012). While the majority of health care professionals and organizations recognize the role of
the family in the child’s health care, there is still work to be done to truly shift the medical
paradigm from a mixture of paternalistic medicine and somewhat family-centered care to truly
family-centered care.
Specific to pediatric therapy practice and occupational therapy, family-centered care
emphasizes the development of an effective partnership with parents to support therapy
interventions tailored to meet the individual needs of the child and their family (Rosenbaum et
al., 1998). Similar to other health care professionals, occupational therapists have struggled with
implementing family-centered care in practice. In a qualitative study of pediatric occupational
therapist’s implementation of family-centered care, Fingerhut et al. (2013) reported mixed
implementation of family-centered care practices. Therapists providing intervention in the home
reported the strongest implementation of family-centered practices (Fingerhut et al., 2013).
Regardless of practice setting, all pediatric occupational therapists were able to articulate some
components of family-centered care, such as the parent being a team member and the need to
elicit parent priorities and goals for therapy (Fingerhut et al., 2013). However, implementation
of principles, such as collaborating with families and addressing family outcomes beyond just the
child’s outcomes, varied. Clinically based therapists, which is the practice setting for the
dissertation study, reported that they felt they listened to parents about their concerns and valued
the parent as the expert on the child (Fingerhut et al., 2013). The clinically based therapists
reported feeling they did not do as well with tailoring home program activities to the family’s
unique context and situation, and they felt they rarely considered the outcomes of the entire
family (Fingerhut et al., 2013). Many of the clinically based therapists reported losing sight of
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the fact that they were treating the family unit and focusing on family goals and roles in addition
to the child’s goals (Fingerhut et al., 2013).
Fingerhut et al. (2013) also examined the therapist-perceived barriers to implementing
family-centered care in pediatric occupational therapy practice. The occupational therapists
reported similar barriers to implementing family-centered care regardless of practice setting in
regard to family characteristics. The family characteristics that the OTs identified that made the
implementation of family-centered care difficult were language barriers; socioeconomic status;
cultural differences; or personal stressors, such as being a single parent (Fingerhut et al., 2013).
Several clinically based therapists identified that families used the time the child was in therapy
as respite time, using therapy as time for them to have a break or accomplish other errands
(Fingerhut et al., 2013), which they believed limited their ability to provide family-centered care.
Fingerhut et al. (2013) also reported various organizational barriers, such as high patient volume
and eligibility requirements and issues with funding that the therapists identified as negatively
affecting their ability to provide family-centered care.
In an editorial article, DeGrace (2003) stated that although occupational therapy
practitioners have become more adept at understanding family-centered care, they have
continued to struggle with the meaning of truly providing family-centered care in clinical
practice. DeGrace (2003) stated that the profession needs to clearly define the occupations of the
family unit, measure change within the child’s family, and help the entire family to participate in
activities that are meaningful to them. Although this editorial is older, the points are well-stated
and have yet to be addressed by the profession, making them worthwhile to consider in the
context of this dissertation study.
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The first point DeGrace proposed is the idea that the occupational therapy professionals
need to have an understanding of the meaningful occupations of being a family (2003). DeGrace
(2003) described the difference between “doing occupations as a family” versus “being a family
engaged in meaningful occupations.” Doing occupations as a family refers more to the logistics
of day-to-day engagement in occupations, whereas being a family engaged in meaningful
occupations demonstrates the idea not only of performance of the occupation but the meaning the
family members receive from participating in those occupations together (DeGrace, 2003).
DeGrace discussed the need for occupational therapists to consider how the family is able to
participate in meaningful occupations every day, and these concepts are particularly relevant for
the dissertation project. In our clinic-based practice setting, therapists have become very skilled
at asking parents to identify their top priorities or goals for their child in occupational therapy
intervention and then focusing on these goals as opposed to activities the occupational therapist
may consider to be more important. However, the occupational therapists in this dissertation’s
practice setting rarely if ever ask parents or caregivers which of their goals are for themselves,
their family, or the client’s siblings. For occupational therapists to truly help the family, they
need to understand how the child receiving occupational therapy services is impacting the other
family member’s engagement in their desired occupations.
As discussed above, implementation of family-centered care in pediatric occupational
therapy has continued to be challenging. There are key concepts of family-centered care that
have been identified and are particularly important for occupational therapists to consider when
working with children and their families. These concepts include the following:
•

Recognizing the family as the constant in the child’s life and the child’s primary
source of strength and support.
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•

Acknowledging the uniqueness and diversity of each child and the family.

•

Acknowledging that parents bring expertise, including being the experts on their
child.

•

Focusing on development of competency rather than focusing on remediating
weaknesses.

•

Encouraging the development of true collaborative relationships between families and
health care providers.

•

Facilitating family-to-family support and connections (MacKean, Thurston, & Scott,
2005).

By using these guiding principles, occupational therapists can take steps beyond just
understanding the ideal of family-centered care to actually think about ways to provide familycentered care in practice.
Health care providers, including occupational therapists, continue to have challenges
related to the provision of family-centered care. These challenges include the development and
maintenance of collaborative patient-provider partnerships, allowing families to be involved at
all levels of their child’s care and discussing the goals of occupational therapy in relation to
participation in meaningful family occupations, not just goals for the child. Occupational
therapists continue to struggle with operationalizing ways of putting family-centered care
principles into practice. Although some of the suggestions noted above are steps occupational
therapists could begin to take toward implementing family-centered care, there is still much work
to be done in this area. The dissertation study was one of the first steps in the occupational
therapy profession to address these areas. The dissertation study involved caregivers of children
to understand how family-centered practices have been helpful with their child’s therapy. This
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investigator also explored the improvements parents felt could be made upon in terms of
collaborative partnerships with their therapist, particularly in the area of self-management,
followed by implementation of strategies to address these deficit areas.
Person-Environment-Occupation Model
Models in occupational therapy provide a broad method for understanding terms and
concepts in the profession and demonstrate the relationship between concepts (Cole & Tufano,
2008; Dunbar, 2007; Hinojosa, Kramer, & Royeen, 2017). As noted above, due to the complex
and somewhat vague nature of implementing family-centered care, occupational therapy models
can be used to guide therapists in beginning to implement family-centered care principles and
were relevant to this dissertation study. In the 1970s as health care priorities shifted,
occupational therapy theory and practice models moved to focus more on occupational
performance more than specific body structures or systems (Law et al., 1996). Approximately
two decades later, Law and her colleagues (1996) proposed the use of the person-environmentoccupation (PEO) model to explain the dynamic relationship between people, their different
environments, and their occupations and roles.
When the PEO model was first introduced, Law et al. (1996) illustrated the interwoven
nature of the three aspects (person, environment, and occupation) of their model. They described
the transactional relationship of the person, environment, and occupation as opposed to the
interactive relationship that had been utilized previously (Law et al., 1996). The interactive view
assumed the independence of the person and his/her environment; under this interactive vantage
point, the person and the environment were able to be separated and studied individually (Law et
al., 1996). With the interactive approach, the person and the environment are viewed through the
lens of having a cause-and-effect type of relationship, whereby changing one aspect would
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influence the other (Law et al., 1996). On the other hand, a transactive relationship shows the
interdependence of the person and the environment (Law et al., 1996). With the transactional
approach, the person is viewed as being inseparable from his or her environment and the
contextual factors in it (Law et al., 1996). When using a transactional viewpoint, one would
examine an event and the meaning of the event to those involved (Law et al., 1996).
This delineation in viewpoints is important. In the previous interactive vantage point in
which the person could be separated from outside environmental factors, it would be much easier
for occupational therapists to view the person in isolation, focusing more on specific body
systems and functional abilities, and devising intervention plans to enhance occupational
performance based on just personal or environmental factors. The focus of the transactional
approach is on the person within his/her broad context and requires the occupational therapist to
consider things that influence the person in his/her everyday life. These items may include
things, such as cultural or psychosocial factors, the person’s physical and temporal
environments, and the person’s roles and responsibilities within their family and community.
When developing the PEO model, Law and colleagues (1996) utilized literature from
other occupational therapy models as well as ecology, gerontology, sociology, psychology, and
more. The result was a robust model that continues to be utilized in a variety of occupational
therapy settings today (Gibbs, Boshoff, & Lane, 2010; Maclean, Carin-Levy, Hunter,
Malcolmson, & Locke, 2012; Strong et al., 1999). With the PEO model, the core concepts are
examined that influence occupational performance, and the core concepts are viewed as interrelated and inter-dependent (Law et al., 1996). When using this model, occupational therapists
view clients within their larger context, including within their family. This approach can be used
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when viewing the child in the context of his/her family unit while providing family-centered
care.
Conceptually, the PEO model presents definitions to its three key elements. Person (P)
refers to the skills and characteristics of the person or persons involved in the task (Law et al.,
1996), such as the person’s values, body function, body structure, habits, and routines (AOTA,
2014). The individual is viewed as a holistic being and includes the mind, body, and spiritual
aspects of the person as well as the roles the person is involved in during the course of his/her
life (Law et al., 1996). The concept of person would also include the individual’s previous life
experiences and things, such as self-concept, personality, and culture. Environment (E) refers to
many aspects, including the cultural, socio-economic, physical, and social parts of the person’s
environments (Law et al., 1996). It refers to the physical and social environments as well as the
context (cultural, personal, temporal, and virtual) in which occupations occur (AOTA, 2014).
Finally, occupation (O) is “defined as groups of self-directed functional tasks and activities in
which a person engages over the lifespan” (Law et al., 1996, p. 16). The definition of occupation
mirrors the one broadly used in the occupational therapy profession as the group of activities or
tasks in which a person engages in order to meet his/her needs and obtain fulfillment (Law et al.,
1996).
The PEO model is useful for understanding the various factors and complex relationship
of these factors that affect occupational engagement. Using the PEO model, therapists view
occupation holistically and consider all factors that may influence occupational performance.
The PEO model includes the domains in occupational therapy identified in the Occupational
Therapy Practice Framework (OTPF): Domain and Process, 3rd ed. (AOTA, 2014): client
factors, activity demands, performance skills and patterns, and the context and environment.
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When using the PEO model (Law, 1996), the occupational therapist would attempt to
view all factors that influence a person’s occupational performance. In the case of a pediatric
therapist working with a child with a developmental disability or chronic condition, the
occupational therapist would explore aspects of the child’s physical, cognitive, social, and
emotional functioning, the child’s and family’s methods for interaction, the child’s and family’s
physical and cognitive abilities, the family’s routines and dynamic, the physical environment, the
family’s cultural or religious beliefs and values, social supports, and access to materials for
engagement in occupations by initiating an occupational profile. By using the PEO model, the
occupational therapist would be able to uniquely understand many factors influencing
occupational engagement, including factors that may be supporting or hindering the individual’s
self-management abilities.
The PEO model is an appropriate model upon which to base this dissertation study as the
therapists are able to explore unique factors affecting their client’s and family’s self-management
abilities. The PEO model presents a useful structure for this dissertation project, including
valuing the family’s input about the child’s therapy needs throughout the lifespan, especially in
regard to the need for ongoing therapy or timing of breaks from therapy while considering the
child’s personal factors and/or environmental needs.
Ecocultural Theory of Family Accommodation
In addition to the PEO model, the ecocultural theory of family accommodation may be
useful when understanding factors that may influence participation in occupational therapy
intervention and adherence to therapy home programs. Gallimore, Weisner, Kaufman, and
Bernheimer (1989) discussed the eco-cultural theory of family accommodation, specifically how
everyday routines are established by families based upon their goals and are rooted in the
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resources and constraints of their proximal and distal ecology with proximal referring to those
things that occur close to the family unit and distal meaning those that occur more broadly or
affect a larger population, such as changes at a state or national level (Gallimore et al., 1990).
All families develop routines based on their own family structure and changing needs in order to
engage in daily activities in a sustainable and satisfying way (Gallimore et al., 1990); however, it
may be even more challenging for families of children with special needs due to increased
demands placed on families parenting children with special needs (Bernheimer, Gallimore, &
Weisner, 1990).
A clear understanding of both ecocultural theory and family accommodation and how
they relate is necessary for understanding this theory pertinent to the dissertation study. This
theory presents additional concepts for the therapists to consider when working within the PEO
model and for the purpose of this dissertation study. Specifically, this theory presents the
complexity of broader environmental factors as well as factors within the family unit that are
important to consider when working with families of children with special needs. Central
concepts in ecocultural theory that pertain to this model are the activity setting and the
ecocultural niche (Gallimore et al., 1989). The activity setting presents an opportunity for the
child for learning, including modeling, participation with their parents or siblings, and social
learning while engaging in desired everyday activities (Gallimore et al., 1989) or as occupational
therapists call goal-directed occupations. Occupations could be everyday household tasks, such
as doing the laundry or eating a meal together, or tasks specifically done for the child, such
reading a story. There are five components in the activity setting: the persons involved in the
task, the family member’s values and goals, the motivations and feelings about performing the
activity, the interactions that positively or negatively influence the child’s participation in the
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task, and the task itself (Gallimore et al., 1989). These five components when viewed together
present the merging of ecological and cultural elements of tasks. Understanding the activity
setting is essential when considering each family’s unique situation and its influence on the
child’s development (Gallimore et al., 1989).
For the purpose of the dissertation study, this concept is particularly important when
considering the entire family unit and how the child that is receiving therapy affects the larger
family. It is also applicable for pediatric occupational therapists working with children with
chronic conditions in viewing how the child’s participation is influenced by others in their
family. For example, a parent may give the right amount of support for the child to perform the
task, the parent may give more assistance than the child needs, or the parent may just do the task
for him/her when the child may be capable of doing all or part of the task. Additionally, by
understanding the five components of the activity setting, one is able to focus or hierarchically
organize the components (Gallimore et al., 1989) in order to decide where to target interventions,
which would allow the occupational therapist to determine which aspects of the activity setting
are affecting the child’s or family’s participation in the task (in either a positive or negative way)
and then select interventions to address them. For example, if the therapist identifies that the
people involved in the task and the feelings of those involved are most affecting the performance
of the task, the therapist may make recommendations for more or less individuals to be involved
in the task or may be working with the parent or child to address negative feelings or stress they
feel due to past experience with the task. By completing a comprehensive occupational profile,
the occupational therapist should be able to truly understand the components identified in this
theory.
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The ecocultural niche is the second component of ecocultural theory that underlies this
model (Gallimore et al., 1989). The ecocultural niche is referring to the combination of the
family’s home environment and other larger societal factors, such as economics, public health
conditions, and cultural features (Bernheimer et al., 1990; Gallimore et al., 1989). The
ecocultural niche is important as the therapist is encouraged to consider the ever-changing nature
of larger societal and environmental factors. The therapist is also encouraged to consider the
changing factors and needs within the family.
The second part of this theory is the idea of family accommodation. Family
accommodation refers to the family’s ability “to adapt, exploit, counterbalance, and react to
many competing, and sometime contradictory, forces” (Gallimore et al., 1989, p. 218). Family
accommodation is unique to each family and is a way of describing how the family allows
broader ecological or cultural issues to shape or affect their family (Bernheimer et al., 1990;
Gallimore et al. 1989). While families do not have control over larger societal issues and
factors, they do have control over how these things are presented to their children in their home
or how they allow those things to affect their family. Families may allow these societal or
cultural issues to affect their family differently from another family. For example, one family
may speak with the children regularly about global issues or voice worry or upset over a new
national policy to the children, whereas another family may not discuss these things with the
children at all.
Gallimore and colleagues (1989) developed their theory by exploring the stories and
dynamics of families of children with a disability. One of the central themes that emerged from
their work was that families “were driven by the task of constructing and sustaining a daily
routine for themselves and their children and making that routine satisfying and coherent in
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terms of their view of family and child life” (Gallimore et al., 1989, p. 219). Families wanted
proper care and the best types of stimulation or activity for their child to encourage the child’s
development (Gallimore et al., 1989). When viewing these ideas in the context of this
dissertation project, it is particularly relevant for occupational therapists to consider how families
view the need for therapy or when it is appropriate for the frequency of their child’s therapy to be
decreased. This framework helps therapists to consider each family’s situation and how they
may view supports or barriers to their child’s and family’s participation in daily activities. With
this framework, the therapist is also encouraged to take into account how the parents’ decisions
about their child’s care is influenced by their ecocultural niche. The health care worker cannot
assign value or determine whether something is a positive or negative feature for the family, such
as financial situation or marital status. Ecocultural features are viewed as positive or negative (a
constraint or resource) through the family’s eyes and priorities are determined by families’ view
of the most important needs at the time (Bernheimer et al., 1990).
The ecocultural theory of family accommodation is a useful for the dissertation study in
terms of long-term planning for the child with the disability. The families’ values and their view
of the prognosis or realistic expectations for their child are considerations in this theory
(Bernheimer et al., 1990). In order to utilize this theory in therapy practice when working with a
child with a chronic condition, the therapist would consider the family’s views of the child’s
skills now and how the family foresees the skills in terms of the child’s long-term functioning.
Will the child be able to hold a job one day? Will the child grow up to live on his/her own or will
he/she need to live in a group home or some sort of assisted living situation? While therapists
may not always have the answers to these questions, they can help the family to understand the
range of possibilities in order to develop realistic expectations for the child. The therapist can
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help the family develop short-term goals for therapy that are the necessary steps leading to the
family’s long-term goals for the family and the child.
The PEO model and the ecocultural theory of family accommodation work well together
as a framework for this dissertation study. With the PEO model, occupational therapists are
encouraged to view clients holistically while focusing on things inherent within the person or
things that are present or missing in his/her environment. By taking into account person and
environmental factors, the occupational therapist can understand which things may be
influencing the person’s occupational participation. The ecocultural theory of family
accommodation highlights specific areas that the occupational therapist should consider that are
unique to families of children with special needs and provides a framework for looking at the
child within his/her larger family unit.
Transtheoretical Model of Change
The PEO model and the ecocultural theory of family accommodation present a helpful
framework for occupational therapists providing intervention to children with chronic conditions
and their families. Both of these theoretical models present the uniqueness of the child and
family unit and have a broad framework for this dissertation study. While not a specific model
for occupational therapists, the transtheoretical model of change is one method of identifying the
readiness of patients and families with respect to their ability to manage their/their child’s
condition on a daily basis and is a starting point the health care provider can use when working
to develop a relationship with clients and families.
In an effort to further conceptualize patient’s and family’s readiness to participate in the
therapy and provide individualized care based on the family’s readiness, the transtheoretical
model of change presents a structured way for therapists to begin to understanding patient and
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family engagement in therapy. The transtheoretical model of change consists of five stages: precontemplation, contemplation, preparation, action, and maintenance (Porchaska, DiClemente, &
Norcross, 1992).
1. Pre-contemplation stage. During this stage, clients are not considering making a
change and do not see a reason to make a change.
2. Contemplation stage. During the contemplation stage, clients appear ambivalent
about changing; they may think about making changes but are not taking steps or
making actions toward a change.
3. Preparation stage. During this stage, patients make steps toward a specific change.
4. Action stage. This stage marks the actual change in behavior.
5. Maintenance and relapse prevention. During the maintenance stage, clients continue
incorporating the behavior over time. (Zimmerman, Olsen, & Bosworth, 2000)
Individuals do not remain statically in one phase in this process but cycle through the phases of
this model, and often, movement between the stages is not linear.
Since its conception, the transtheoretical model of change has received some negative
reviews in adult health care literature regarding the ability to delineate individuals into distinct
categories of readiness and with the ability to target interventions based on the client’s stage of
readiness (Adams & White, 2005; Bridle et al., 2005; Brug et al., 2005). Critiques of the
interventions delivered using this model describe how interventions may fail to address the
complexity that is involved in issues of behavior change, such as those targeting increasing
exercise in adults (Adams & White, 2005). Hutchinson, Brecken, and Johnston (2009)
conducted a systematic review and found that although findings have not been consistently
positive regarding the transtheoretical model that many researchers using the transtheoretical
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model of change do not appropriately utilize or represent all dimensions of the model
(Hutchinson et al., 2009), limiting the researchers’ ability to truly say if the model is effective or
ineffective.
The transtheoretical model of change has been used in research studies to assess patient
and family activation and stage of readiness, although it has not been researched specifically in
the occupational therapy literature. As noted above, the adult literature has mixed reviews on the
effectiveness of the transtheoretical model of change. Adult studies with positive findings were
not explored in detail as there are a fair amount of studies occurring in pediatric populations.
Unlike some of the negative critiques of the transtheoretical model in the adult literature, there
were no negative reviews of using the transtheoretical model located in pediatric research
literature.
There is a moderate volume of studies in which interventions have been explored for
enhancing partnership with clients to improve stage of readiness in pediatric settings published in
the last 10 years. The majority of the studies demonstrated at least some positive findings.
Benefits were reported with obese children and adolescents for increasing their readiness to
participate in physical activity by at least one stage (Annesi, Faigenbaum, & Westcott, 2010) and
with adolescents with hemophelia for increasing their self-management abilities (Breakey et al.,
2014) when examining the effectiveness of coaching interventions that were aimed at improving
stage of readiness. Evers et al. (2012) reported positive findings using an Internet-based program
intervention based on the transtheoretical model and stage of readiness with middle school
students to stop their use of alcohol or drugs. Several researchers reported benefits to enhanced
stage of readiness when using motivational interviewing. Patten et al. (2008) found that when
using motivational interviewing with adolescents who smoked, 40% were in an action phase in
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their readiness to quit smoking after the intervention. Halterman et al. (2011) and Riekert
Borrelli, Bilderback, and Rand (2011) reported statistically significant findings (p = .043 and p =
.03 respectively) for using motivational interviewing techniques with adolescents to affect selfmanagement of their asthma; Seid et al. (2012) described positive trends but not statistically
significant findings when using motivational interviewing techniques to increase activation in
teens with asthma. All of these studies have support for the idea that interventions delivered by
health care workers can positively influence stage of readiness. This literature presents a basis
for the belief that health care professionals have the ability to affect patient activation and
readiness which relates to this dissertation study.
Determining the stage of readiness is important because it will affect each client and
family’s acceptance of therapy intervention, participation in therapy, and follow through with
therapy home programs. Assuming clients or families are at a certain stage when they are not at
the assumed stage can be detrimental to having a collaborative relationship and maximizing
progress in therapy. For example, if the therapist is acting as if a family is in an action stage of
readiness when they are not, it may mean the therapist is creating unrealistic home program
activities that the family is unable to follow through with resulting leading to feelings of guilt or
a sense of failure. By considering the clients stage of readiness, occupational therapists will be
able to individualize intervention and modify their communication methods to develop a
partnership and meet their clients in their current state of readiness (Norcross, Krebs, &
Porchaska, 2011).
The PEO model, transtheoretical model of change, and ecocultural theory of family
accommodation have a useful framework for self-management and were used in the development
of this dissertation study. The combination of these models and theories has a strong basis for
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this project. These models and theories can be used to help therapists understand the complex
nature of self-management, utilization of therapy services by children with chronic conditions,
and decisions families make in regard to wanting to continue therapy or discontinue the use of
occupational therapy intervention throughout the course of their child’s lifespan. In addition,
with these models and theories, the therapist is allowed to view each family situation through a
unique lens to consider the needs of the whole family, not just the child receiving therapy
services.
While these models and theories have a strong basis for this dissertation study, additional
literature relevant to the topic needs to be explored. Literature that is relevant to this study will
be reviewed, including self-management and occupational therapy; specific strategies for
enhancing collaborative conversations with patients and families, including coaching and
motivational interviewing; and the use of participatory action research methods.
Self-Management and Occupational Therapy
Self-management is about being in charge of one’s life and managing one’s condition,
instead of being managed by that condition. Self-management is recognized as an
effective approach to managing chronic health conditions by “empowering patients to
understand their conditions and take responsibility for their health” (National Institutes of
Health, 2010). The client-centered nature of occupational therapy is ideal to support selfmanagement. (Bondoc & Siebert, 2015, p. 1)
The concept of self-management has become increasingly prevalent in health care
literature, including occupational therapy literature. In 2011, Occupational Therapy Now
published an entire volume focused on self-management. In the opening editorial, Packer (2011)
discussed the unique contributions occupational therapists are able to make to self-management
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by focusing on individuals or populations not generally studied in the self-management literature
and supporting an individual’s ability to manage emotional and role difficulties that often result
from living with a chronic condition.
Lending support to this idea, Augustine, Packer, and Roberts (2011) conducted a metareview of systematic reviews (a systematic review of published systematic reviews) and reported
on the limitations of many of these reviews. They described the focus of self-management
programs being on quality of life and ability to participate in everyday activities, but most of the
systematic reviews on self-management programs only explore medical outcomes (Augustine et
al., 2011), such as a level measured in the blood or range of motion. Since self-management
programs are designed to focus on participation, it is surprising that nearly 50% of systematic
reviews did not have any findings about any functional outcomes (Augustine et al., 2011).
Augustine et al. (2007) discussed Townsend and Polatajko’s (2007) concept of the art and
science of occupational therapy to maximize an individual’s participation in meaningful
occupations in everyday life and encourage occupational therapists to be involved in selfmanagement programs and explore the impact of these programs on function (Augustine et al.,
2011).
These points are critical when thinking about occupational therapists’ potential role in
providing self-management support. Augustine et al. (2011) discussed the need for occupational
therapists’ involvement in self-management programs and called occupational therapists to focus
beyond specific medical outcomes and instead focus more broadly on the provision of selfmanagement support to facilitate function, participation, and quality of life (Augustine et al.,
2011). They discussed that occupational therapists are underutilized as professionals providing
self-management intervention programs, and they suggested occupational therapists use
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objective participation measures to assess the effectiveness of their intervention (Augustine et al.,
2011). Occupational therapists possess the skills to make meaningful contributions to assisting
clients with the development of self-management skills given their focus on occupation and
engagement in life roles.
Self-management is a dynamic, complex process, and there is little published research
about how health care professionals can provide the best support for clients to develop selfmanagement behaviors. Schulman-Green et al. (2012) discussed their meta-synthesis with
specific self-management processes, including specific tasks and skills that patients with chronic
illnesses identified as being important to self-management. While not specific to occupational
therapy or pediatric populations, the information was taken from a large body of evidence (101
studies) and appears to be particularly relevant for health care providers working with
individuals with chronic conditions, including understanding self-management from the patient
perspective. Patients identified three concepts that were important for self-management:
focusing on needs caused by the condition, activating resources, and living with a chronic illness
(Schulman-Green et al., 2012). Specific tasks that patients identified as being important in these
areas included learning about the condition; taking responsibility for their health needs;
performing health-related tasks; communicating effectively with members of their health care
team; coordinating health care services; identifying and using psychological services, involving
self in a spiritual community; managing social supports; addressing challenges socially or in
their environment; coping with the condition; processing emotions effectively; participating in
everyday life activities with the condition; and engaging in activities that are meaningful
(Schulman-Green et al., 2012).
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This task list is lengthy, but it is important for therapists to understand the many complex
and varied tasks that individuals with chronic conditions and their families face in regard to selfmanagement. Therapists need to meet the patients and families where they are in their selfmanagement process and customize care so that patients and families can acquire these skills.
Occupational therapists have a unique skill set for fostering participation, developing advocacy
skills, and maximizing function during tasks through skills training, adaptation, and
compensation (Augustine et al., 2011). These skills make occupational therapists well suited for
helping clients and families develop the skills they need for effective self-management
(Augustine et al., 2011).
Finally, when viewing the concept of self-management in regard to the therapy home
program, there is evidence to support the need for completion of therapy activities at home to
achieve the high dose of therapy or practice of a task that is needed to affect neuroplasticity
(Kleim, 2008). It is crucial for parents to complete home program activities with the child
routinely as traditional therapy intervention (1-2 times per week) is not sufficient for the child to
make functional changes (Novak, 2012; Sakzewski, Ziviani, & Boyd, 2013). The therapy home
program is generally a set of activities for the parent to complete with the child at home in order
to help maximize the child’s potential (Novak, 2011). Completion of therapy home programs,
including completing the home program at the recommended frequency, is essential for the child
to make progress toward functional goals and for effective self-management (Novak & Berry,
2014).
Specific to this dissertation study, the concept of self-management is important in
relationship to the occupational therapist’s ability to help pediatric clients and their families to
manage the child’s therapy needs outside of direct therapy intervention. As noted above,
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managing a chronic condition involves being able to complete a variety of tasks (Lorig &
Holman, 2003; Schulman-Green et al., 2012). When delivering therapy intervention to children
with chronic conditions and their families, occupational therapists need to shift the focus of their
intervention to more than the child and consider the child’s family due to the fact that the child’s
condition affects his/her family (DeGrace, 2003), including parents and siblings. They also need
to broaden their view beyond how the child performs during the therapy session and focus
interventions for the child’s and family’s participation outside of therapy because participation in
desired occupations in home, school, or the community is the ultimate goal of occupational
therapy intervention. The occupational therapists’ ability to enhance participation of the whole
family in desired roles will improve the effectiveness and quality of care that they are able to
provide to children with chronic conditions and their families (DeGrace, 2003). Occupational
therapists have the ability to take on a larger role in formal self-management programs
(Augustine et al., 2011) and to provide more effective self-management support in their routine
treatment sessions.
Motivational Interviewing
Health care professionals utilize a variety of techniques to develop collaborative
relationships with patients and families and promote effective self-management. One technique
is motivational interviewing (MI), which is a person-centered communication style that is meant
to evoke and strengthen a client’s motivation to change (Miller & Rose, 2009). There is
evidence to support the use of MI in different types of health care settings to decrease
maladaptive behaviors and support positive health behavior changes (Miller & Rose, 2009). In a
systematic review, O’Halloran et al. (2014) found that MI had an effect on increasing physical
activity in individuals with chronic conditions. Various health care professionals, such as
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physicians, nurses, dentists, psychologists, and so forth, have used MI in research studies. Many
researchers have reported positive findings linking MI and health related behavior changes in
pediatric populations, such as obesity intervention (Bean et al., 2015; Macdonell, Brogan, NaarKing, Ellis, & Marshall, 2012), decreasing exposure to secondhand smoke (Emmons et al.,
2001), decreasing drug use (D’Amico et al., 2008) or smoking behaviors (Colby et al., 2012),
improving dental care (Freudenthal & Bowen, 2010; Harrison et al., 2007; Ismail, Ondersma,
Jedele, Little, & Lepkowski, 2011; Weinstein, Harrison, & Benton, 2004), and promoting disease
management (Chahal, Wong, Manlhiot, & McCrindle, 2014; Channon et al., 2007; Halterman et
al., 2011; Merlo et al., 2010).
A variety of researchers have reported positive findings when examining the
effectiveness of using MI when working with parents of children. The areas in which the use of
MI has been reported to have the most consistent positive impact are related to measures of
adherence and attending or completing a medical program. The MI intervention was generally
delivered with the parent or adolescent during an individual session or medical counter. There
were between one (Chahal et al., 2014; Colby et al., 2012; Freudenthal & Bowen, 2010; Ismail et
al., 2011) and four (Channon et al., 2007; MacDonnel et al., 2012) MI sessions in these studies.
In the area of measures of adherence, Bean et al. (2015) reported improvements (p =
.026) related to obese adolescents attending sessions with the dietician and behavior support and
with going to the gym; MacDonnel et al. (2012) reported no significant difference with BMI in
obese adolescents after 10 weeks but reported improvements with self-reported measures of
adherence, including decreasing fast food and soda consumption (p = .02 and p = .04,
respectively). Researchers reported improvements with self-reported measures of adherence
with parents completing oral hygiene activities for their children (Freudenthal et al., 2010; Ismail
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et al., 2011). In regard to management of a specific disease, there were statistically significant
differences in A1c levels in adolescents with diabetes at 12 (p = .04) and 24 (p = .03) months
(Channon et al., 2007), in management of dyslipidemia in children on objective (p=.03) and selfreported (p=.05) measures of adherence (Chahal et al., 2014), and in the management of asthma
by adolescents on both objective (p = .012) and self-reported (p = .004) measures of adherence
(Halterman et al., 2011).
When exploring whether MI had an impact on individuals attending appointments or
completing a medical program, there were significant findings, including obese adolescents
participating in an obesity treatment program for an average of 8 weeks longer than their peers
not receiving the MI intervention (Bean et al., 2015) and with children and adolescents with
obsessive compulsive disorder completing their cognitive behavior treatment program in
significantly less time (p < .001) than their peers when they also received a brief MI intervention
(Merlo et al., 2010). These studies with parents of children and with adolescents all
demonstrated positive effects of using MI techniques within various medical or health promotion
interventions when delivered by health care professionals who do not receive advanced training
in behavioral interventions, such as a dentist or dietician.
Currently, there is limited evidence substantiating the use of MI techniques during
occupational therapy or physical therapy intervention. Orchard (2003) discussed the potential
benefits of using MI in occupational therapy, specifically when working with patients with
anorexia. Orchard (2003) encouraged occupational therapists to consider using techniques from
MI with patients with anorexia to improve client outcomes and to decrease frustration on the part
of the therapist. However, he does not present data and has a limited synthesis of findings from
MI studies to support these ideas. Mathew (2011) discussed how MI could be used as a
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therapeutic technique to enhance motivation in a variety of practice settings. Mathew (2011)
reviewed the stages of change and provided some suggestions to occupational therapists about
how to elicit change or progress the client to a more activated state when the client is in different
stages of readiness. In addition, Shanon (2009) reviewed the need for occupational therapists to
focus on behavior change with clients and suggested MI as a tool that occupational therapists
could use to enhance a client’s motivation toward changing behavior. None of these articles or
book chapters are intervention studies that demonstrated the effectiveness of using MI in
occupational therapy practice. Instead, they serve to point out that using MI techniques in
occupational therapy practice may increase client motivation, improve the therapeutic
relationship, and ultimately lead to improved therapeutic outcomes. Additionally, by
understanding that motivation is malleable (Hibbard et al., 2015), occupational therapists are
beginning to recognize the importance of incorporating strategies, such as MI, into therapy
intervention to promote self-management of chronic conditions.
Coaching
Another technique for partnering with patients and families and supporting the family’s
role in managing the condition is coaching. The focus of the pediatric health care coaching
literature is on the health care providers’ assistance for patients and families to establish their
home management habits via a tailored and supportive approach. A variety of patient
populations were studied by researchers who explored the impact of coaching interventions.
Examples of patient populations studied in pediatric coaching literature included overweight or
obese children (Annesi et al., 2010; Barkin, Gesell, Po'e, Escarfuller, & Tempesti, 2012),
adolescents with hemophilia (Breakey et al., 2014), parents of children with autism (Dunn, Cox,
Foster, Mische-Lawson, & Tanquary, 2012; Keen, Couzens, Muspratt, & Rodger, 2010),
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children with asthma (Fisher et al., 2009), and adolescents with juvenile idiopathic arthritis
(Stinson et al., 2016).
In a review of literature in which the effectiveness of coaching in pediatric health care
settings was examined, there was substantial support for the use of coaching to improve a variety
of outcomes that are considered to enhance patient/family’s self-management competence. In
particular, when health care professionals used coaching, there were significant improvements on
objective and self-reported measures of adherence (Barkin et al., 2012; Dunn et al., 2012; Fisher
et al., 2009; Stinson et al., 2016), child and family quality of life (Dunn et al., 2012; Keen et al.,
2010), and advancements with patient and family stage of readiness (Annesi et al., 2010;
Breakey et al., 2014). Examples of coaching strategies that were successfully utilized by
pediatric health care providers included using non-directive guidance to support the
family/patient in identifying goals that were meaningful to them, reinforcing positive change
during interactions with the health care provider, collaborating on an action plan as opposed to
being given the action plan by the health care provider, and following up on progress at regular
intervals (in-person or via phone/email). These evidence-based strategies can be applied within
pediatric therapy settings.
Coaching can be utilized within the context of a routine therapy appointment. In a recent
review of the literature, it was reported that the use of coaching interventions provided within the
context of family-centered care was linked to improved occupational performance (Simpson,
2015). Two studies of coaching interventions appear to be particularly relevant for occupational
therapists. A strengths-based coaching intervention was delivered by an occupational therapist
in one study (Dunn et al., 2012). In another study, the type of professional delivering the
coaching intervention was not named, but outcome measures frequently utilized in occupational
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therapy practice, such as the Canadian Occupational Performance Measure (COPM), were
utilized (Keen et al., 2010). In both studies, the impact of interventions was explored that were
aimed at enhancing parents’ sense of competence and their ability to decrease their stress related
to managing the care of their child with autism, and both studies demonstrated positive findings
(Dunn et al., 2012; Keen et al., 2010). The use of coaching in pediatric therapy practice was
supported by these studies.
Therapy Home Programs
Pediatric occupational therapists and physical therapists work with children with a variety
of developmental disabilities and conditions. Regardless of the child’s condition, therapy home
programs are frequently used by pediatric occupational therapists and physical therapists to
promote the completion of therapeutic activities in the home environment with the goal of
improving the child’s health outcome (Gajdosik, 1991; Law & King, 1993; Novak, Cusick, &
Lannin, 2009). Therapy home programs are considered an important complement to direct
therapy intervention (Novak, Cusick, & Lowe, 2007).
Novak et al. (2007) conducted a single group pretest/posttest study on children with
cerebral palsy and reported differences between pretest and posttest scores on the Goal
Attainment Scaling (GAS), Quality of Upper Extremity Skills Test (QUEST), and Pediatric
Evaluation of Disability Inventory (PEDI), and all reached a level of statistical significance (p <
.05). In another randomized control trial examining the effectiveness of occupational therapy
home programs completed by families of children with cerebral palsy, there were positive results
reported for improvements in patient function, parent satisfaction, and quality of upper extremity
movement (Novak et al., 2009). Specifically, when comparing the home program group and the
control group, there was a statistically significant difference between children's scores on the
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COPM (both performance and satisfaction scores, p = .01), GAS (p = .01), and QUEST scores (p
= .02; Novak et al., 2009). These studies demonstrate support to the concept that completing
therapy home programs is an effective method of improving upper extremity function while
increasing progress toward functional goals identified by the family.
Novak and colleagues (2014) have completed the majority of the recent studies regarding
the benefits of completing the occupational therapy home program. Novak and Berry (2014)
utilized this information to write an informative article for occupational therapists about the
effectiveness of therapy home programs. In this article, they described that the effectiveness of
the home program is affected by the “what” and “how” of the home program (Novak & Berry,
2014). “What” refers to whether effective interventions are being given to practice at home, and
“how” refers to the collaborative relationship it takes to reach an agreement on the therapy home
program and how the family is able to follow through with the program at home (Novak &
Berry, 2014). To set up an effective therapy home program, they outline the following steps:
1. Establish a collaborative relationship in which the parent is the valued as the expert in
knowing their child, home, and family dynamics.
2. Allow the child and family to set the goal(s) about the activities they want to work on
at home.
3. Develop the home program by selecting evidence-based interventions that match the
family’s goals, preferences, and routine.
4. Provide support and coaching regularly to determine if the home program is working
and to adjust the home program as needed.
5. Evaluate the effectiveness of the therapy home program with the family (Novak &
Berry, 2014).
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These are important steps occupational therapists and physical therapists can take when
designing the home program for in between therapy sessions or when the child takes a break
from therapy. These structured steps align well with the principles of family-centered care,
including the establishment of a collaborative relationship, parent identification of goals, and
providing ongoing support and coaching.
Occupational therapists often assume that children and their families are completing
therapy home programs as instructed. There is not a lot of published literature regarding
adherence to the therapy home program in pediatric therapy literature. Compliance with physical
therapy home programs was reported to be low to moderate in a single group descriptive study
(Rone-Adams, Stern, & Walker, 2004). Of the 68 parent respondents, only 34% of families
reported that they completed their therapy home programs as instructed by their physical
therapist. Parents also reported that as stress or problems increased in their home, their
adherence to their therapy home program decreased (Rone-Adams et al., 2004). Rone-Adams et
al. (2004) found that the frequency of the home program and stress on the caregivers also
predicted adherence to therapy home programs. In an older study of occupational therapy home
programs used by children with cerebral palsy, Law and King (1993) reported that 66% of
families completed all or some of their home program, and parent report of compliance with the
therapy home program was the only statistically significant factor influencing hand function.
Although there is support that completion of therapy home programs helps improve child
function (Novak et al., 2007; Novak et al., 2009), follow through with therapy home programs
continues to be a challenge for families.
Tetreault, Parrot, and Johanne (2003) explored other factors influencing adherence to
therapy home programs in a descriptive study of caregivers of children with global
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developmental delays. They found that satisfaction with the therapist, number of secondary
health problems, family size, age of the child with developmental disabilities (older children
more willing to participate), stability of the marriage (longer marriage duration), and father's
educational level all were significantly related to adherence to therapy home programs.
Additionally, Tetreault et al. (2003) found that home activity programs may create an emotional
burden on mothers, including guilt, discouragement, sadness, anger, and disappointment.
However, positive feelings may be associated with completing therapy home program activities,
such as helping the parent to feel an enhanced sense of motivation, giving parents hope, and
helping parents feel more realistic (Tetreault et al., 2003). In a comparison of parents who
completed therapy home programs and those who did not, Tetreault et al. (2003) found that
parents completing therapy home programs felt more positive feelings compared with those who
chose not to complete the home program experienced more negative feelings. It behooves
therapists to collaborate on therapy home programs and home programs that can be completed in
the context of the daily routine so that parents have a positive experience with their child and
develop confidence with completing home programs.
Therapists are challenged with developing effective home programs that families will be
able to implement consistently due to the variety of psychosocial and eco-cultural factors
influencing adherence to therapy home programs. As discussed previously, the first step in
designing an effective occupational therapy home program is to develop a collaborative
relationship with the parent, followed by setting mutually agreed upon goals (Novak & Cusick,
2006; Novak & Berry, 2014). The health care provider should assume the role of a guide or
coach as opposed to an authoritarian figure (Miller & Rose, 2009). Coaching and MI could
potentially be used to help families develop therapy home programs with their therapist that are
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focused on their goals and to identify barriers in their environment that may hinder their ability
to complete the home program, allowing the therapist to work with the family on strategies to
eliminate or reduce these barriers. Additionally, therapists could help families identify supports
that are already in place within their everyday lives that may improve their ability to participate
in therapy home program activities. Coaching and MI may be useful in helping occupational
therapists and physical therapists develop or modify a child’s care plan, including the
development of therapy home program activities.
Participatory Action Research
Participatory action research (PAR) is a unique research methodology. Given that PAR
is not a study design that is generally taught in traditional courses in which research
methodology is taught, it will be reviewed briefly here. PAR is unique due to the involvement of
the individuals who will be taking action to make an improvement; actions for improvement are
based upon reflection and discussion with those that the change will affect (Baum, MacDougall,
& Smith, 2006). Through the use of PAR, changes will be made based on the feedback and
information from clients receiving services and the professionals providing the service for the
purpose of co-creating change. Understanding of PAR methodology has evolved and has been
utilized in several areas, including action research within an organization (Selener, 1997).
Action research methods have been found to be increasingly effective in health care
organizations due to the generation of traditional research methods with new ideas or theories but
lacking the systems or ability to put these improvements into practice (Williamson, Bellman, &
Webster, 2012). Action research methods also differ from traditional research methods in that
research is conducted with individuals rather than on them (Williamson et al., 2012). Action
research in health care settings can be utilized to discover new knowledge or to develop
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conceptual models for changing practice (Williamson et al., 2012), which makes action research
methods an ideal fit for the dissertation project.
Because PAR is not one of the traditional qualitative methods of inquiry (such as
phenomenology, ethnography, or grounded theory) utilized in research, an overview of how it
has been used in occupational therapy research to date will be provided. When searching the
literature for studies conducted in occupational therapy using participatory action research in the
last 10 years, there are few studies in the occupational therapy profession in which this
methodology has be utilized to date. The majority of these studies had significant limitations,
including incomplete use of PAR process or small numbers of participants. Galheigo et al.
(2017) conducted a study in a pediatric hospital setting and explored the development and
effectiveness of a community of practice made up of occupational therapists and found benefits
to the therapy group in terms of knowledge generation, but they did not involve patients or
families and the impact of the community of practice on them. Crabtree, Wall, and Ohm (2016)
conducted a small-scale study using PAR with an occupational therapist and two prisoners; all
three individuals reported benefits, including an enhanced understanding of co-occupations and
occupational justice, but there was no change implemented based on the reflective process.
Baker and Procter (2014) examined the loss of participation in meaningful occupations in
persons with mental illness and provided suggestions for how occupational therapists could
utilize the information when working with individuals with mental illness, but there was no
implementation or evaluation of any change in practice. Wimpenny, Forsyth, Jones, Matheson,
and Colley (2010) explored the implementation of the model of human occupation (MOHO) in a
mental health setting and focused on monthly meetings to obtain information from therapist
participants about their perception of implementation. Wimpenny et al. (2010) found the change
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for using MOHO was identified as best practice by outsiders, and so while the therapist
participants recognized the need for the change, they were not really driving the change, meaning
they did not seem to truly follow a PAR methodology.
Two studies have been identified in which most aspects of PAR were implemented.
Kramer-Roy (2012) evaluated six families in which how Pakistani families with a disabled child
could identify and find supports they needed in their family, community, or service system was
explored. There were only six families in this study, and the participants were split into men,
women, and children groupings. Each group was able to participate in its own project that was
meaningful to that affected the experience of having a disabled child in the family, such as the
men group approaching their religious leaders about the teaching of disability (Kramer-Roy,
2012). In this study, there was no change for occupational therapists to consider or begin to
implement in practice. There was no assessment of the change or spreading to other Pakistani
families that had a disabled child. Instead, it seemed the occupational therapist utilized PAR
methodology to empower different family members to pursue changes that they thought would
be helpful, but it did not seem to have a broader impact than for just the six families in the study.
In a recent study, Jones (2015) used PAR methodology with caregivers of persons with
dementia (Jones, 2015). With PAR, Jones (2015) determined how results of cognitive testing
could be communicated more effectively to families. The results led to changes in therapist
behavior, including how therapists interacted and educated families (Jones, 2015). Subsequent
interviews with caregivers who experienced the new educational process indicated that the
second group of caregivers had a more positive perception of their interactions with the
occupational therapist (Jones, 2015). In this study, practice change was driven by caregivers and
therapists, and the impact of the change was studied documenting positive findings.
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There are very few studies utilizing PAR methods in occupational therapy to date, and
only Jones (2015) seemed to truly follow PAR methodology throughout in terms of using key
stakeholders in identifying change, implementing a change, and then studying the results. PAR
methodology seems to be well-suited for inquiries in occupational therapy due to the
involvement of stakeholders at different levels in the process and implementing and evaluating
changes based on the initial results of the research questions. It is an appropriate match for the
dissertation project to involve both therapist and parent groups to determine the type of change
that may best affect self-management related to therapy and then implement and evaluate the
results of this change.
Summary
Self-management by the child and/or family is essential to effectively living with a
chronic condition. Occupational therapists and physical therapists can promote self-management
outside of therapy settings in a variety of ways, including therapy home programs. Therapy
home programs are frequently used to complement direct occupational therapy and physical
therapy intervention and have been linked to positive outcomes. Because researchers have
indicated that adherence to therapy home programs is fairly low, occupational therapists and
physical therapists need to utilize methods to enhance engagement in therapy home programs
and development of self-management skills.
Children with chronic conditions and their families face a variety of challenges related to
management of the condition and emotional management, including stresses related to time,
money, physical and psychological health, and so forth. Coaching and MI are methods of
communicating and partnering with patients and families. Both have a substantial body of
evidence supporting their usefulness as techniques to promote collaboration and facilitate
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behavior change in pediatric health care settings. The PEO model, transtheoretical model of
change, and the ecocultural theory of family accommodation can be used by occupational
therapists when applying coaching and MI techniques in practice and to support the provision of
family-centered care. Given the complex nature of self-management and the unique challenges
clients and families may encounter, PAR is well suited to address the research questions
proposed for the study and fits well within the framework of family-centered care. Using PAR
methods, clients are allowed to receive therapy services, and the therapists providing intervention
to children with chronic conditions and their families to provide input as to which changes may
result in improvement. To date, this information is absent in the therapy literature, meaning this
study has made a meaningful contribution to the literature and improved the practices of
pediatric therapists.

56
Chapter 3: Methodology
Research Design and Methodology
A participatory action research design was utilized in this study. When used in a health
care setting, PAR involves key stakeholders to generate solutions to practical issues for the
ultimate goal of improving patient care (Williamson, Bellman, & Webster, 2012).
Rationale
At Cincinnati Children’s Hospital Medical Center (CCHMC), there has been increased
recognition of the challenges of supporting individuals with chronic conditions. These include
the increasing population of children with chronic conditions (CDC, 2017; Kraus, 2017)
requiring occupational therapy and physical therapy services, the lifelong implications for selfmanagement of the chronic condition, and adequate resources/funding to provide services to
individuals with chronic conditions. Given the nature of chronic conditions and the lifelong
impact of these conditions, children are often seen in occupational therapy or physical therapy
for many years with no change in their treatment model or adjustment to the intensity of therapy
services based on progress and continued goals for therapy. As the incidence of childhood
chronic conditions has continued to increase, waiting lists for therapy services have continued to
grow. New clients sometimes wait for therapy treatment for long periods of time due to limited
availability of new treatment times because children with chronic conditions have remained in
the same treatment time for years.
The challenges of providing services to this growing population of children with chronic
conditions has been recognized as an issue hospital-wide and by the leadership team in the
Division of Occupational Therapy and Physical Therapy at CCHMC. PAR was an ideal fit for
this study as the viewpoints of pediatric occupational therapists and physical therapists were
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examined within CCHMC and children with chronic conditions or their parents in order to
understand this problem from all perspectives and to generate an effective solution. PAR
methodology works best when a change is desired by the organization or stakeholders as
opposed to when a change is being mandated. The Division of Occupational Therapy and
Physical Therapy at CCHMC recognized changes were needed and made a variety of attempts to
improve the therapist’s ability to facilitate the development of self-management skills in clients
and families to increase the families’ ability to manage their child’s condition outside of direct
therapy intervention and as a mechanism to improve access to therapy services. These efforts
resulted in limited success thus far. In addition, mandatory scheduling changes were made within
the division, and these changes were perceived negatively by a large number of families who feel
that their children need continual therapy services.
PAR methodology worked well to address the identified challenges given the investment
of the Division of Occupational Therapy and Physical Therapy at CCHMC in improving patient
and family experience and satisfaction with therapy services and to address the increasing
number of children chronic conditions needing therapy services. Action research methods go
beyond traditional research methods of quantitative or qualitative inquiry. They are a valuable
method for studying a problem and subsequently developing and testing a solution. Huang
(2010) provides a succinct yet comprehensive definition of action research. Huang (2010) stated
the following:
Action research is an orientation to knowledge creation that arises in a context of practice
and requires researchers to work with practitioners. Unlike conventional social science,
its purpose is not primarily or solely to understand social arrangements, but also to effect
desired change as a path to generating knowledge and empowering stakeholders. We may
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therefore say that action research represents a transformative orientation to knowledge
creation in that action researchers seek to take knowledge production beyond the gatekeeping of professional knowledge makers. Action researchers do not readily separate
understanding and action, rather we argue that only through action is legitimate
understanding possible; theory without practice is not theory but speculation. (p. 93)
The concept of using knowledge to take action is incredibly important given the issue that is
being studied and the fact that several changes have been implemented with limited success. In
the context of action research, patients, families, and therapists providing intervention to children
with chronic conditions were involved throughout the research process. As problems and issues
were understood from various perspectives, action (a change in practice) was undertaken in an
attempt to improve how therapy services were provided to children with chronic conditions.
Utilization of the look, think, act process associated with PAR (Stringer & Genat, 2004)
was used for participants involved in the research to better understand the utilization of
occupational therapy and physical therapy services by parents of children with chronic
conditions and was used for the occupational therapists and physical therapists involved in the
project to plan changes for improvement collaboratively based on the information provided by
parents of children receiving therapy services at CCHMC. At the time that the study began, it
was unknown which action would be taken or which changes might be implemented as a result
of this study, and it was unknown if they would be viewed as an improvement by patients and
their families. Below is a brief description of the look, think, act process used in this study.
The Model for Improvement
Because the look, think, act process described for use in PAR by Stringer and Genat
(2004) is conceptual in nature, the operationalized process and steps outlined in the model for
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improvement (Langley et al., 2009) were utilized as a framework for implementing the look,
think, act process in this study. The model for improvement (Langley et al., 2009) was employed
within the PAR research methodology to ensure that the parents’ needs and interests were met as
a result of the change implemented within the study and to determine if parents ultimately
perceived an improvement. The general steps that occur in this model are (a) understanding the
need for improvement; (b) receiving feedback about the process so one knows if an improvement
is occurring; (c) developing a change that one hypothesizes will result in an improvement; (d)
testing the change, including reviewing and summarizing the knowledge that was learned and
which action to take based upon the change; and (e) implementing the change when the desired
result has been reached (Langley et al., 2009). These steps and how they were implemented
within the study will be discussed in more detail in chapter four. Plan, Do, Study, Act (PDSA)
cycles, which are steps within the model for improvement (Langley et al., 2009), were completed
to implement changes and evaluate their results.
Conceptually, the PAR process of look, think, act and the PDSA process in the model for
improvement (Langley et al., 2009) are working in concert with one another. See Figure 1 for
additional information about how the steps in the Model for Improvement (Langley et al., 2009)
was used to capture the elements of the PAR process.
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Plan (Look,
Think)
Getting
feedback about
the process so
you know if an
improvement is
occurring
Developing a
change that you
hypothesize will
result in an
improvement

Do (Act)
Testing the
change

Study (Look,
Think)
Reviewing and
summarizing
what was
learned and
what action to
take based
upon this

Act
(Act)
Implementing
the change
when you have
reached the
desired result

Figure 1. Model for improvement process with look, think, act process. Look, think, act process
is in parentheses.
Central to the model for improvement is answering the question, “How will we know that
a change is an improvement?” (Langley et al., 2009, p. 106). The model for improvement is used
to differentiate the ideas of reactive and fundamental change. Reactive change is necessary to
address problems and to restore a system to its previous level of functioning (Langley et al.,
2009). Fundamental change, however, is proactive and improves “the system beyond historical
levels” (Langley et al., 2009, p. 114). The aim of fundamental change is to improve how the
system works or the actions the individuals within it do, and the impact of these changes should
be felt in the present and the future (Langley et al., 2009).
The purpose of this study was to implement a fundamental change in the way that
therapists provide self-management support to clients and their families and how they discuss
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long-term plans for therapy with families of children with a chronic condition. It was hoped that
children and their families would feel an enhanced sense of collaboration with their therapist and
that they would feel involved and empowered to make decisions regarding their child’s care and
long-term therapy plan. It was also hoped that this change would improve the therapist’s ability
to have clients in the most appropriate therapy model at any given time. Finally, it was hoped
that there would be a positive impact on treatment scheduling availability immediately and in the
future because the family would be making decisions about their child’s therapy needs
throughout the intervention process along with the therapist’s input.
Strengths and Weaknesses of Design
The PAR research design had strengths and benefits. This design’s greatest strength was
that it actively involved individuals and stakeholders within the research process. Because PAR
is a collaborative process for designing and implementing change, clients, and their families as
well as therapists were involved throughout the research process in contrast to research being
driven by an external researcher or by leadership making changes to processes without patient,
family, or therapist input. Therapists, clients, and their parents involved in this project
contributed ideas to further identify and understand the problem, identify, and generate ideas for
change, and implement, and evaluate potential changes. By using PAR methodology issues were
allowed to be understood from the perspective of families and also involved implementing and
analyzing the impact of this change based on feedback from parents and therapists, including
therapists in leadership at CCHMC. Another strength of PAR methodology was that it fit well
within the context of patient- and family-centered care as the concerns of the patient and family
were voiced and valued during the process. Finally, use of PAR is most effective when led by an
insider within the organization (Williamson et al., 2012). The investigator of this study has been
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an occupational therapist at CCHMC for 14 years and, therefore, is familiar with the
organizational culture, strengths, and weaknesses of the occupational therapy/physical therapy
division.
Using a PAR design had potential weaknesses and challenges as well. The ability to
generalize findings in qualitative research is limited, so the findings may or may not be
applicable outside of the Division of Occupational Therapy and Physical Therapy at CCHMC. In
this research methodology, action was taken and changes were implemented; however, the
ability to conclude these changes specifically produced the improvement was limited because
there was no control for other actions occurring within the department or hospital
simultaneously. Also, given the specific focus on families in action or maintenance stages of
readiness, it was difficult to know if these changes or strategies would be successful with clients
at lower stages of readiness as families that are not as highly activated may need different
supports than those in this study. Finally, when using a qualitative research methodology such as
PAR, it was necessary to keep the project on track and to organize and manage participant roles
well. It was important to have transparency throughout the data analysis process in order to
prevent therapist bias or perception of which actions should be done to impact analysis of
interview transcripts. Therefore, much of the success of this research project was dependent upon
being able to work collaboratively with those that were involved with the project. Methods were
used throughout the study to enhance the trustworthiness of the findings, including methods of
triangulation, specifically methods triangulation and investigator triangulation (Carter, BryantLukosius, DiCenso, Blythe, & Neville, 2014).
Participants
Therapist Participants
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Occupational therapists and physical therapists are combined within one division at
CCHMC. While this dissertation was conducted within an occupational therapy program, it was
necessary that the information be applicable for both therapy disciplines. Therefore, this
investigator sought to recruit five to seven pediatric occupational therapists and physical
therapists who provided outpatient therapy services to children with chronic conditions.
Therapists who worked in the sports and orthopedic injury area and the inpatient therapists were
excluded as they do not generally provide long-term therapy intervention for children with
chronic conditions. The investigator decided to recruit therapists with varying levels of
experience to have a group of therapists that would be representative of the larger group of
therapists at CCHMC and to have input from both novice and experienced therapists. A decision
was also made to have more occupational therapists than physical therapists on the study team
given that the dissertation is part of an occupational therapy doctoral degree program.
Patient/Parent Participants
This investigator sought to recruit eight to 12 clients with chronic conditions and/or their
parents if the child had been receiving outpatient occupational therapy or physical therapy
services at CCHMC for at least one year. Families were recruited for the study if they were in an
action or maintenance stage of readiness as determined by their therapist’s clinical assessment of
the child’s/family’s stage of readiness. All therapists were trained in readiness assessment during
their self-management training described in Chapter 1. The level of readiness is documented at
each patient visit in the child’s electronic medical record.
Inclusion/Exclusion Criteria
Pediatric occupational therapists and physical therapists were asked to participate in the
study based upon their caseload (treating children with chronic conditions for extended periods
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of time), their interest in the research project, and their ability to be involved in research
meetings on a regular basis (including factors such as meeting productivity standards and their
supervisor’s approval to participate in the project). Because this dissertation was being
completed as part of a post-graduate degree in occupational therapy, a minimum of half of the
therapists were required to be occupational therapists.
Clients at CCHMC and their parents were recruited to participate in interviews based
upon identification by their therapist that they were in an action or maintenance stage of
readiness for change and were currently participating in or had been receiving occupational
therapy or physical therapy on a regular basis (weekly, every other week, or more frequently) for
one year or longer. Only clients and parents who were in action or maintenance were utilized for
the study because it was likely that the changes or supports they would need would different than
those of families at a lower stage of readiness.
Recruitment
All outpatient occupational and physical therapists were sent a recruitment email, which
included a description of the study and the investigator’s contact information. Therapists were
then asked to identify clients and families who met the inclusion criteria for the study. The
child’s treating therapist asked clients and their parents who met the inclusion criteria if they
would be interested in being interviewed in order to recruit child/parent participants. If the client
or parent expressed an interest in study participation, then the child/parent indicated if they
wanted to contact me or would prefer that I contacted them. A convenient interview appointment
time, which was generally before or after one of their therapy sessions at CCHMC, was
determined. At the designated meeting time and prior to the interview, I explained the study and
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consent process and answered any questions related to the study. Once written consent was
obtained, the interviews took place.
Number. In qualitative research methodologies, there is no standard or power analysis
for the number of participants required; generally the concept of achieving saturation during data
collection is a standard of best practice in qualitative studies (Guest et al., 2006; Mason, 2010).
Guest et al. (2006) reported that generally between eight to 12 interviews are needed for data
saturation to occur in qualitative research. Therefore, it was anticipated that eight to 12 clients
with chronic conditions and/or their parents would be interviewed during each phase of the
study.
Representation of a diverse group of therapists was accomplished by recruiting
approximately five to eight occupational therapists and physical therapists as this is the number
generally considered to be an appropriate size for focus groups (Kreuger & Casey, 2015).
Therapists and clients from both the main campus and various satellite locations were included
so as not to limit generalizability of results from the study as different CCHMC locations serve
clients of varying socioeconomic status and other demographic factors.
Ethical Considerations
Prior to beginning this study, the internal review board (IRB) protocol was submitted and
approved by the Institutional Review Boards at Cincinnati Children’s Hospital Medical Center
and Nova Southeastern University.
Funding
There was no external or grant funding for this study.
Study Setting
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All meetings, including parent interviews and discussions with occupational therapists
and physical therapists involved in the study, occurred at CCHMC locations where occupational
therapy and physical therapy services are provided. All interviews and meetings with research
participants occurred in private meeting rooms or treatment areas at CCHMC in order to
maintain confidentiality.
Instruments and Measures
Data for the study were collected via interviews as well as the Parent Activation Measure
for Developmental Disabilities (PAM-DD; Ruble, Murray, Brevoort, & McGrew, 2014; Ruble,
Murray, McGrew, Brevoort, & Wong, 2018). Interviews were conducted using guiding questions
with probes/reflective statements to responses.
The PAM-DD (Ruble et al., 2014) is a relatively new self-report questionnaire modified
from the Patient Activation Measure (Hibbard, Mahoney, Stockard, & Tusler, 2005). The PAMDD (Ruble et al., 2014) is used to explore activation, including parents’ belief that their role in
their child’s care is important, their knowledge and confidence to take action, and their ability to
maintain action when there is stress. It demonstrated good internal consistency reliability (0.83)
and demonstrated a positive correlation with self-management behaviors (r = .52) during
preliminary validity and reliability testing (Ruble et al., 2014). This measure was utilized as a
self-report method to gather additional information about parent participants’ perception of their
activation and to determine if there were any trends or commonalities among the group regarding
any consistent self-management challenges they were experiencing.
Data Analysis
Data analysis is an ongoing process throughout action research studies due to the nature
of the look, think, act process cycles that occur throughout action research, meaning that
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evaluation and analysis take place multiple times over the course of the study. Therefore, data
analysis will be discussed prior to describing specific steps within the study because data
analysis occurred multiple times during the study. Once data analysis is reviewed, the specific
steps/tasks involved in each part of the study will be discussed in more detail.
Qualitative data analysis can occur in a variety of ways. Qualitative Data Analysis: A
Methods Sourcebook was utilized to develop the overarching data analysis plan and to determine
the use of specific strategies for analysis (Miles, Huberman, & Saldana, 2014). It should be noted
that all steps in the data analysis process (coding, developing clusters and themes, and planning
based on the data) occurred both after the initial and follow-up parent interviews.
Coding
Coding is the process by which qualitative researchers “reduce” or organize information
from the large amount of information that was collected (Miles et al., 2014). Gibbs (2007) stated,
“coding is a way of indexing or categorizing the text in order to establish a framework of
thematic ideas about it” (p. 38). During this study, the therapist participant team utilized an open
coding technique for each transcript.
Coding procedure for this study. Prior to coding all transcripts, the first transcript was
coded individually by each therapist participant and then discussed collectively among the
therapist team to ensure all understood the coding process. This step was also an important step
in order to reach a level of agreement when coding, similar to establishing inter-rater reliability
in quantitative research, among the therapist team. All therapist participants individually coded
transcripts, followed by a discussion of the codes as a team.
The group coding process was accomplished by starting at the beginning of each
interview and taking short blocks of text (generally anywhere from 1-3 sentences) and reviewing
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which text therapists had coded. This procedure led to discussion indicating agreement or
disagreement with a suggestion for which codes should be kept. As codes emerged, I was typing
the list of codes that was projected throughout the meeting for everyone to see. Following the
meeting, I emailed the list of codes to the therapists so that they could review them and ensure all
were correctly captured.
Developing Themes
The therapist participant team worked to group codes together into patterns, clusters, and
subsequently to develop themes from the clusters (Miles et al., 2014). Identifying patterns in the
data involved finding similarities and differences in the codes (Miles et al., 2014). Clustering is a
similar technique that is described as a method of grouping and conceptualizing things with
similar patterns or characteristics (Miles et al., 2014). Clustering may involve site-specific
settings in which an action occurs, which was helpful in the context of this study because some
tasks or codes occurred in the context of the therapy session, others within other medical
encounters, and still others at home or in the community.
Specific procedure for this study. Prior to the meetings to work on grouping codes
together into patterns, clusters, and themes, I had printed out and cut apart all of the individual
codes that we had agreed upon. We accomplished the task of grouping data into patterns and
then clusters by physically moving the codes into groupings. The group would decide if a code
belonged with another code or group that was similar or if a new grouping was indicated. Codes
were grouped into patterns based upon their falling into the same category/based upon their
similarities. They were then moved into clusters based on attributes that furthered grouped the
pattern codes together, such as the place an action occurred in (i.e., at home or during the therapy
session) or the individuals involved in that code (i.e., between the parent and therapist, the parent
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and child, or just the parent, therapist, or child). Once the codes were grouped into patterns and
then into clusters, the therapist team assigned a name to each cluster.
The final step in this process was to develop themes by combining clusters that were
related to the same concept or idea. The therapist team completed this step by discussing each
cluster grouping and how it related or was not related to other clusters. Again, the cluster names
were physically moved around so that similar clusters or clusters that were related to the same
idea were grouped together. The therapist team then named each group of clusters (the theme)
through discussion and group consensus. It was through this process that themes emerged from
the data. See Figure 2 for specifics regarding the data synthesis process utilized in this study.

Coding

Identifying
Patterns

Clustering

Developing
Themes

Figure 2. Data synthesis process.
Identifying Priority for Action (Change)
Given the large amount of data and subsequently many clusters and themes, it was
necessary to identify an area as the priority that would be targeted for change. Counting was the
technique used to further analyze and reduce the data in order to identify which themes
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ultimately seemed most important to the parents based on the information provided in the
interviews. Miles et al. (2014) explain counting as follows:
When we identify a theme or a pattern, we’re isolating something that (a) happens a
number of times and (b) consistently happens in a specific way. The “number of times”
and “consistency” judgments are based on counting. . . There are three good reasons to
resort to numbers: (1) to see rapidly what you have in a large batch of data, (2) to verify a
hunch or hypothesis, and (3) to keep yourself analytically honest, protecting against bias.
(p. 282)
The priorities for which change might be targeted first were the themes that occurred the most
frequently across interviews and that the therapist team felt we would be able to influence or
change immediately.
Planning for Change Based on Parent Identified Priority
After the therapist participants identified themes, these top areas were reviewed and
voted on by the parents who had participated in the original interviews. The parent participants
were asked which theme was a priority and should be targeted first. Based upon the feedback
from the parents, the change was prioritized, planned, and subsequently implemented, starting on
a small scale initially.
Finally, the impact of the changes was analyzed through further meetings with the
occupational therapists and physical therapists involved in the study to determine their
perception of the impact of the changes. Therapist participants involved in testing the change
participated in a follow up focus group or in one-on-one meetings in order to provide feedback
about their perception of the impact of the change. Additional client and parent interviews were
conducted to gain information about their perception of the changes and the need for additional
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changes and were analyzed using the same process of coding and then developing patterns,
clusters, and themes as noted above.
Based on this information about the impact of the change, the therapist participant team
used the process outlined in the model for improvement to decide whether to adopt, adapt, or
abandon the change (Langley et al., 2009). Adopt meant that the change resulted in the desired
improvement on a small scale, and a plan would be made for spreading this change (Langley et
al., 2009). Adapt meant that part of the change was somewhat effective, but additional changes
and testing were needed (Langley et al., 2009). Abandon meant that the test did not result in an
improvement and new methods would be devised and tested (Langley et al., 2009).
Strategies for Managing Quality in Data Analysis
Miles et al. (2014) described methods for confirming the findings of qualitative data
analysis or increasing the validity and trustworthiness of the findings. They discussed specific
strategies, including checking for representativeness, checking for researcher effects on the case,
triangulation of data across sources and methods, and weighting the evidence in order to decide
which data were most trustable (Miles et al., 2014).
Triangulation of data has become a standard of practice in most qualitative research
(Miles et al., 2014). Triangulation is a method of improving the accuracy of findings in
qualitative research (Gibbs, 2007; Miles et al., 2014). In this study, triangulation occurred by
sending a copy of the interviews to each parent participant to confirm the accuracy of the
transcription. Parents were also requested to rank the priority of the identified themes for change,
and they were allowed to write other suggestions that might not have been included in the
identified themes for change. This method served as another method of triangulation to confirm
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that important priorities for change were identified through data analysis and to ensure that their
voices about the priority for change were heard and drove the change process.
In the majority of qualitative research studies, the researcher works alone from designing
the study through data collection, analysis, and interpretation (Miles et al., 2014), and this factor
affects the confidence others may place in the results. Triangulation also occurred through
independent coding of interview transcripts by all therapists. This process enhanced the
trustworthiness of the study’s findings by decreasing the likelihood that the coding and
interpretation were biased by the views of the primary investigator. During coding meetings, the
seven team members worked toward reaching a consensus on any items in which there were
differences and moved forward in coding a piece of the text if the majority agreed (at least 4 of 7
people). Miles et al. (2014) described the concepts of checking for representativeness. The
sample size of 10 interviews is well within the range of the recommended interviews in order to
achieve data saturation. The step taken to check for representativeness was to identify quotes
from parent interviews to ensure a variety of different parents discussed information related to
each theme during their interviews.
Miles et al. (2014) also discussed the idea of weighting the evidence. The therapist
participant team used techniques, such as open coding, coding the interviews independently of
one another, developing patterns and clusters, and then counting techniques, to enhance the
validity of the findings. These techniques were used so that the therapists had time to understand
the information individually before developing a collective understanding of the information as a
team and prior to assigning a weight or priority for change and proposing priorities for change to
parents involved in the study. All identifying information was removed from interview
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transcripts so that therapists were not aware which parent interviews were their clients in order to
decrease potential therapist bias.
Specific Procedures
PAR involves stakeholders throughout the research process for the purpose of co-creating
change to improve patient care. It is important to involve stakeholders in as many aspects of the
process as fits their interest and skill set. In this study, my role was to write the research protocol,
conduct and transcribe the interviews, and report the results of the study. All other aspects of the
study involved active participation by stakeholders. Please refer to Table 1 for information about
how stakeholders (including parents/parents and therapists) were involved throughout the
research process.
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Table 1
Overview of Stakeholder Involvement in Research Activities
Research activity

Therapist
participants
involved

Parent
participants
involved

Plan
Therapist meeting and focus group including discussion of
biases

X

Generation of questions for interviews

X

Parent interviews

X

Transcription of interviews (PI only)
Parent review of transcripts and confirmation of findings

X

Data analysis–coding transcripts

X

Data analysis–generation of themes

X

Identification of priority for change

X

Development of change

X

Pilot test of change

X

Revisions to change tools based on feedback

X

Implementation of change

X

Do
X

Study
Follow-up interviews

X

Transcription of interviews (PI only)
Review of feedback from follow-up interviews

X

Therapist focus group on perception of change

X

Planning for follow-up and next steps with spreading or
modifying change

X

Act

Model for Improvement Step 1: Plan
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Therapist meeting 1: Focus group. Following the recruitment email and additional
discussion with potential study participants, the therapists who were interested in the study
participated in a two-hour meeting/focus group. Initially, the occupational therapists and physical
therapists involved with the research project met with me to discuss the research questions and
review PAR methodology. During the initial portion of the meeting, I provided an overview of
the study, rationale and purpose of the study, broad research questions, and plan for data
collection and analysis. Therapists were allowed to ask any clarifying questions regarding the
project or their potential role as participants. After all questions were answered, all six therapists
provided written consent for participation in the study.
The next portion of the meeting was a focus group. Questions asked of therapists during
the focus group were designed to elicit their thoughts about why families that were in action or
maintenance might not want to take a break from therapy even when the therapist’s clinical
judgment led them to believe a break from therapy or decrease in therapy services would be
appropriate for the child. They were also asked to share ideas as to which things therapists
should already be doing to help these families with transitioning to less frequent therapy
services. The therapists were asked to share preconceived thoughts or ideas they had that might
make it difficult for them to look at the information from the parent interviews objectively or
bias their decisions with their thoughts about therapists in our department should be doing
differently instead of using the data to guide our decision making. During this focus group, the
therapist participants were encouraged to identify their biases and assumptions in order to set
them aside so as not to allow them to influence the information they received from clients and
parents participating in the study. At the end of the meeting, this group of therapists developed
the guiding questions for the client and parent interviews. I served as a facilitator throughout the
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focus group and asked questions, used reflections, and asked follow-up clarifying questions to
understand the therapist’s ideas. I typed all of the information therapists shared, including biases,
preconceived ideas for changes, reasons they felt that patients/families may be having difficulty
taking a break from ongoing therapy, into a Word document that was projected on a screen for
the therapists to see throughout the meeting to ensure all of the ideas were captured accurately
and to allow for member checking.
To conclude the therapist focus group, I summarized our discussion and emphasized the
need to continue to keep these ideas and assumptions in mind so as not to allow them to cloud
data analysis as we moved forward with the project. I discussed plans for continued meetings as
a team following data collection (parent interviews and transcription) and set forth the plan for
the next team meeting to focus on how to complete qualitative data analysis. Therapists were
also asked to consider if they felt they had any patients or parents that would be appropriate to
interview for the study. Following the meeting, the guiding questions for the interviews were
sent and subsequently approved by the IRB prior to conducting the interviews with parents.
Client and parent interviews. As noted above, children who were functioning
developmentally at the level of a 12 year old or above and able to complete interviews were
recruited, and their parents were recruited for participation in interviews. A total of eight to 12
interviews with children with chronic conditions and/or their parents was sought in order to
allow for data saturation to occur.
Parents were approached to participate in the study by their child’s occupational or
physical therapist. When they expressed an interest in participating, the therapist either gave me
the parent’s contact information or gave the parent my contact information for setting up the
interview based on parent preference. All discussions to answer questions about potential

77
participation in the study and to set up a time for the interview occurred by phone. All parent
interviews were set up at a time that was convenient for both the parent and myself and were
completed at CCHMC.
Upon meeting for the interview, I reviewed the study with the parents, including the
purpose of the study and the need for audio recording during the interview to allow for
transcription following the interview. Written consent was obtained after answering all questions
about the study or participation and prior to the interview occurring with all participants. All
interviews occurred in a private room in the occupational therapy and physical therapy
department at CCHMC and were recorded using the Dictopro digital voice recorder. A recording
device on the iPad was used as a backup in case the Dictopro failed to capture any part of the
conversation.
Parents were encouraged to share whatever information they felt comfortable sharing
during the interview. They were reminded prior to being asked questions that any information
they shared would be anonymous, so if they would share their child’s name, therapist’s name, or
any other potential identifying information, the information would be removed from the data
transcript prior to being shared with the therapy team for analysis. Parents were then asked the
guiding questions developed by the therapist team for the interviews. I made reflective
statements, asked clarifying questions, or made additional probes throughout the interviews
when appropriate to gather additional information. All interviews concluded with my asking the
parents if they had anything else they wanted to share in regard to their own situation or that they
felt may be helpful for us to consider as we were thinking about self-management related to the
therapy home program or breaks from therapy for other families. This question was repeated
until the parents were able to provide all input and said they could not think of anything else they
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wanted to mention or something similar; so in some cases, this question was asked three or four
times because the parent had several different ideas or pieces of feedback for the study team to
consider.
There was no information found in the PAR literature regarding the general length of
time for interviews. Upon conclusion of the interview, parents were asked to complete the Parent
Activation Measure for Developmental Disabilities in the private room where the interview
occurred. While they completed the 13-item questionnaire, I copied the consent form for their
records. I then returned to the room, asked if they had any questions or things they needed
clarification on with the PAM-DD and provided them with a written copy of the consent form.
I then asked them if it would be okay for me to contact them again after the study team
met and reviewed the information from all of the interviews. The purpose of this contact would
be to obtain their feedback on the information the therapist team had learned from the interviews
and which items they thought would be most important for us to address when we thought about
planning a change moving forward. I discussed the next step in the process, which would be for
me to transcribe the interview word for word in terms of the discussion we had. I told the parents
that I would send them a copy of the transcript by mail in order to allow them to review the
transcript and ensure they agreed with all of the information contained in it. They were given my
contact information, including my direct phone number and email address, so they could contact
me with any discrepancies or concerns they had with the transcript, or they were told that they
could mail the interview back to me with the changes they felt were needed.
Data transcription. I transcribed all interviews verbatim and went back and listened to
the interview while reading the transcription once it was completed to ensure accuracy of the
transcription. Interviews were typed verbatim into a Microsoft Word document and saved on my
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password-protected, private drive on a CCHMC computer. All identifying information was
removed from the interview. For example, when the parents spoke, their alpha-numeric study
code was used to indicate when they were speaking, and a single letter was used to represent the
child’s name, and the word therapist was used any time a therapist was mentioned by name.
Other potential identifying details families shared, such as their work position, employment, or
child’s doctor, were redacted from the transcription as well. Upon completing transcription of an
interview, the interview was immediately printed and sent to the parents for their review as a
method of triangulation in order to give them time to review the interview prior to the next
meeting with the therapist team. Parents were asked to contact me via phone or email or return
the transcript with any identified changes by mail. All interviews occurred over the course of a
three-week time span.
Therapist meeting 2: Learning coding procedure. As parent interviews were
concluding, the therapist team met for approximately 45 minutes to review qualitative data
analysis procedures. I played the first portion of a video (Lofgren, 2013) that explained
qualitative data analysis, specifically coding, to give the therapists an overview of the coding
process. I provided additional information about coding and provided examples of coded data.
Therapists were allowed to ask questions about the data analysis process during this time. The
meeting concluded with a brief discussion to plan for the next meeting focusing on coding data
from the transcripts. After this meeting, therapists were sent all of the transcripts from the
interviews that had been completed so that they could read the transcripts to get a sense of the
information shared. The therapists were not required to code the information at this time but
rather were instructed to read the information to get an overview of the information shared by the
parents.
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Therapist meetings 3 and 4: Coding transcripts and reviewing codes. One week later,
therapists met to begin the process of coding the transcripts. We briefly reviewed the coding
process again. As noted in the data analysis section, this meeting took place to ensure a level of
understanding and agreement among the therapist team moving forward with the coding; the
therapist participants individually coded the first transcript and then reviewed the codes as a
group. Following this meeting, all therapists had 2 weeks to complete coding on the remaining
nine transcripts. I contacted each therapist after one week to answer any questions. The purpose
of this contact was twofold. One, I wanted to answer any questions they had about the coding
process. Two, I wanted to ensure that everyone was staying on track with moving through the
transcripts prior to our next meeting because coding is a time intensive process. I coded the
transcripts on my own as well during this time.
The therapist team met again to review codes for each of the transcripts after completing
coding all of the transcripts independently. At the beginning of this therapist meeting, I pulled up
the document from the focus group meeting to allow the team to review and acknowledge the
assumptions and biases we had discussed to ensure that these things did not influence their
coding. We discussed any additional ideas or assumptions they may have thought of since the
last meeting. During the meeting, the team was able to identify a comprehensive list of codes
using the process described in the data analysis section.
Therapist meeting 5: Developing themes. The next week, the therapist team met again
to sort the codes to develop patterns from the codes and then further group the patterns into
clusters (Miles et al., 2014). From these clusters, the final themes emerged. The final step
involved the therapists taking a vote as to which themes they felt would be the most beneficial to
target first. Therapists selected the themes that occurred most frequently in the data and across
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interviews or that they felt we would be most likely to be able to influence. The top themes were
identified with consensus from the group based on the frequency that the theme was discussed
across interviews and that the team felt we would be able to impact. This meeting concluded
with a plan for the next meeting to develop the change that would be implemented and studied
after getting parent feedback on the most important area for us to address.
Parent input to drive change. Following the therapist meeting, I developed a short
digital survey to obtain feedback about the themes the therapist group had identified from parents
who participated in the first round of interviews. As discussed above, participants from the first
round of interviews could have been suggested from any outpatient therapist at CCHMC, not
only therapist participants. Parents whose child received therapy services from a therapist who
was a member of the therapist participant team were excluded from this survey so as not to bias
them as to which change might occur if they were contacted for follow-up interviews. I asked all
other parents to rank the themes to prioritize which items should be addressed first. I also left an
open space at the end and said that if they felt there was something more important that had not
been captured but they believed we should address first to put it in the free text box. I chose to do
this measure as an extra method of triangulation to ensure that we had captured the items parents
felt were most important through the interviews and to allow them an additional opportunity to
give feedback if they felt we had missed something that would be of high importance to address.
All parent feedback was given anonymously through the digital survey and was tabulated after
one week to identify which action would be taken.
Therapist meeting 6: Planning change. The next therapist team meeting focused on
reviewing parent feedback about the priority for change, and the therapist team developed a plan
for implementing a change based on the items parents had identified were most important to
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them. The therapist team utilized the forms and plan for testing as provided in the model for
improvement (Langley et al., 2009). The therapist team began implementing the change with all
appropriate patients and families immediately. An email was sent to recruit any additional
therapists that were interested in implementing the change in order to have a slightly larger test
of change than just the therapists who were already participating in the study.
Model for Improvement Step 2: Do
Therapists involved in testing the change were instructed to use it with any child on their
caseload meeting criteria that they were in an action or maintenance stage of readiness, had been
receiving therapy on a regular basis, and the therapist felt that it was clinically appropriate to
begin having a discussion about a long-term plan for therapy or a break from therapy. Therapists
were asked to capture relevant demographic information (child age, diagnosis, and length of time
in therapy) and about the perceived effectiveness of the change, including parent perception of
the helpfulness of the change that was implemented. The change was piloted by therapist
participants with one to two people on their caseload, and the documents for the change were
then revised based on feedback. The therapist participant team and other volunteers then
implemented the practice change with appropriate children and their parents over the course of a
one-month time period.
Model for Improvement Step 3: Study
Evaluating the results of the change: Parent follow-up interviews. One month after
the change was implemented by therapist participants and other interested therapists, parents of
children who met the inclusion criteria during this phase of the study were contacted to obtain
their perception about the change that had been implemented. This follow-up could be parents
who had participated in the first round of interviews or parents who had not been interviewed
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previously, but all participants were families that the therapists had implemented the change
with. Therapists gave me the names of parents who met the inclusion criteria so that I could
contact these parents. These interviews took place approximately one month after the test started.
Once I obtained consent, parents were asked a few questions, including the same opening and
closing questions from the first round of interviews that had been asked to open the first round of
interviews.
All of these brief interviews were recorded. The therapist participant team was emailed
the transcripts to review and code these brief follow-up interviews prior to another in-person
meeting. Based on the feedback from parents, the therapist team generated additional clusters
and themes from the codes identified in the transcripts.
Therapist meeting 7: Reviewing codes from follow-up parent interviews. This
meeting was similar to the process used in the fourth therapist meeting in which the therapist
participant team reviewed codes from the transcripts from the first round of parent interviews.
Therapists coded transcripts prior to the meeting. During the meeting the therapist team reviewed
each transcript and developed a comprehensive list of codes from the interviews. Therapists were
emailed the list of codes after the meeting to ensure that all codes had been captured prior to the
next meeting to develop themes from the codes.
Therapist meeting 8: Developing themes from follow-up interviews and follow-up
focus group. The therapist team met again to combine codes into patterns and clusters and then
subsequently generated themes following the same process as outlined during the first round of
parent interviews. Following developing themes from the data, the therapist participants
completed a short focus group. They were asked for their thoughts after implementing the
change and whether they perceived the implemented change created improvements in how they
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were able to interact with families. Therapists were asked to give their opinions about how it felt
to take part in this PAR process and how they felt like their participation in the study affected
their practice.
Model for Improvement Step 4: Act
Based on the information generated from the parent interviews and therapist feedback on
the change, the therapist team utilized the process outlined in the model for improvement
(Langley et al., 2009) to either adapt, adopt, or abandon the change. The team made plans for
further testing or spreading the change to other therapists as appropriate.
Summary
PAR was utilized for this project and was found to be an ideal fit for the study. With this
type of research, therapists within the occupational therapy/physical therapy division and parents
of children with a chronic condition were allowed to participate in the project and provide input
regarding methods therapists can use to promote self-management and facilitate conversations
about long-term therapy planning. Therapists and parents contributed to developing the change
that was implemented. The impact of the change was evaluated through subsequent interviews
with parents and meetings with therapists. The dissertation committee includes an expert in PAR
methodology and another expert in qualitative research methods; this expertise was used in the
correct implementation of this relatively new methodology in the occupational therapy literature
and ensured appropriate analysis of information from the parent interviews. Care was taken in
data collection and analysis and in planning for the change in the study to control for bias and to
increase the validity of the study findings. Parent and therapist participants have been involved
throughout the study to ensure for true implementation of participatory action research methods.

85
Chapter 4: Results
This investigator sought to understand parents’ perspectives on their child’s long-term
therapy needs and how decisions are made about their child’s needs for ongoing therapy or
breaks from therapy. The investigator explored parent perception of self-management, including
their perception of their role and the therapist’s role in the management of their child’s chronic
condition. The investigator also explored parents’ beliefs about how their child’s therapist was
already doing well or could do better to help them develop self-management skills and how they
managed their child’s needs outside of therapy sessions. This investigator only utilized parents of
children with a chronic condition that were in an action or maintenance stage of readiness and
had been participating in occupational and/or physical therapy services on a regular basis for one
year or longer. This investigator utilized participatory action research methods (PAR); therefore,
results from both meetings with therapist participants and interviews from parent participants are
included within this chapter.
Participants
Therapist Participants
A total of six pediatric therapists participated in this study. Due to the multidisciplinary
nature of our therapy division at Cincinnati Children’s Hospital Medical Center (CCHMC), both
occupational therapists and physical therapists participated in the project. The group of therapists
were all females and included two physical therapists and four occupational therapists. The
therapists had a range of experience from 1 year to 25 years and worked at four different
locations of CCHMC. Four therapists were involved in patient care full time; two of the
therapists spent only a portion of their time in patient care as one is a clinical manager
(approximately 25% of time in patient care and has led the OT/PT self-management initiative
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since it began) and the other oversees student education and continuing education activities
(approximately 75% of time in patient care) for the division. The therapists who agreed to
participate in the study remained consistent participants throughout the duration of the study,
including participation in the focus group, data analysis, planning and implementation of changes
based on parent feedback, and evaluating the results of the change.
Table 2
Therapist Demographic Information
Participant

Discipline

Years of Experience

Additional Responsibilities

1

OT

11 years

Education supervisor

2

PT

25 years

Clinical manager, self-management leader

3

OT

6 years

OT in the high risk infant clinic

4

OT

8 years

OT supervisor in autism center at CCHMC

5

PT

17 years

6

OT

1 year

Parent Participants
All participants that were referred for the interviews were parents of a child with a
chronic condition; no children participated in interviews. Therefore, for the remainder of the
paper the group will be referred to as parent participants for clarity in reporting results and for
discussing applicability in practice. A total of 10 parents completed the first round of parent
interviews. Their children had been receiving therapy for an average of 4.25 years. Specific
demographic information about participants, such as type of health insurance or parent education
level, was not collected on individual study participants. However, the four locations of CCHMC
where the children were seen for therapy serve clients of varying demographics. Two of the
locations serve a lower socioeconomic area and have a higher incidence of children receiving
publicly funded insurance, and two of the locations serve higher socioeconomic areas and
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generally serve more clients with private insurance. See Table 3 below for specific demographic
information regarding parent/child participants.
Table 3
Demographics of Parent Participants for Initial Interviews
Participant

Parent

Child’s
Age

Gender

Diagnosis

Therapy
service(s)

Length of
time in
therapy
(years)

1

Mother

6

Male

Global developmental delay

OT

1

2

Mother

10

Male

Autism

OT

7

3

Mother

7

Male

Cerebral palsy

OT/ PT

5½

4

Father

5

Male

Autism

OT

3

5

Mother

7

Female

Cerebral palsy

PT

6½

6

Mother

5

Male

Autism

OT

2

7

Mother

4

Male

Genetic disorder

OT/PT

2½

8

Mother

7

Male

Down syndrome

OT

6

9

Mother

7

Female

OT/PT

5

10

Mother

5

Male

OT

4½

Cerebral palsy
Autism

Note: Length of time in therapy refers to children coming to therapy regularly on a weekly or
every other week basis.
Results from Model for Improvement Process: Plan
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Figure 3. Model for improvement: Plan.
As noted in Chapter 3, the model for improvement (Langley et al., 2009) was utilized as a
framework for this research study. Because this study was a research study as opposed to just
quality improvement work, the planning process for this study was rigorous and involved an in
depth exploration of the issue from the parent perspective. The planning process also occurred by
utilizing a team of therapists to provide their insight and experience and to review information
shared by parent participants. Once information was obtained about the “problem,” parents were
consulted to obtain feedback on which items they felt would be most important for their therapist
to address with them.
Therapist Focus Group Results
The research study began with engaging therapist participants in a focus group. The first
open-ended question posed to therapists during the focus group was “Why do you think that
families in an action or maintenance stage of readiness are having difficulty with decreasing the
frequency of their therapy services or taking a break from ongoing therapy services?” The
therapists brainstormed various reasons they felt families may be having difficulty decreasing the
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frequency of their therapy services or not wanting to take a break from therapy. They discussed
that they felt parents may not want to take a break due to the following:


A lack of understanding about the purpose of therapy, including the parents’
understanding their role versus the therapist role.



A mentality of coming to therapy “in order for the therapist to ‘fix’ things.”



A feeling that the child needed routine fitness or exercise because no other place or
space was available and safe for the child with special needs to exercise.



Thinking that the child needed regular sensory input in a clinic setting because the
parent does not have access to most sensory equipment at home.



Difficulty with the child’s behavior or the child refusing to work with the parent or
family at home on therapy activities.



The need for a connection or point person to check in with regularly.



A feeling that the “child regresses if he/she takes a break from therapy.”



A lack of confidence in their abilities to complete therapy home program activities.



A feeling that the child needs constant therapy or that progress will stop without
therapy.



Grief or other negative emotions.



Difficulty with seeing the global picture of their child’s needs and difficulty with
having realistic expectations for their child.



A lack of understanding that they would be able to return their child back for therapy
if they would take a break.



Having insurance visits covered and wanting to use them “to get as much professional
help for their child” as possible.
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The next question posed to the therapists was “What do you already believe we should be
doing or what makes it difficult for you to help transition clients from ongoing therapy to more
of a consultative model or a break when the family is in action or maintenance and you believe a
break from therapy would be appropriate?” The purpose of this question was to capture the
therapist’s ideas in an attempt to allow them to truly hear parents’ concerns about which changes
might be helpful as opposed to focusing on their preconceived ideas and potential biases about
how they felt they or therapists in our division should already be doing differently. Therapist
responses included the following:


A feeling of guilt if the therapist is the family’s “point person” (person they feel
comfortable with and want to check in routinely with), especially if the child had
already been transitioned to a lot of different care providers.



Hesitating to have conversations about a break because the therapist believes the
conversation is going to be hard and the family will be upset.



Knowledge that scheduling can be a challenge, even with some of the new scheduling
policies making it easier for patients and families to return to therapy.



Difficulty facilitating self-management in patients and families, empowering patients
and families that they can do things.



Difficulty helping the family feel confident.



Therapists “not owning our part of the problem” or that they are the ones holding the
patients’ families closely and not giving them the space to allow them to develop
necessary self-management skills.



“Worry that scheduling is driving our perception of the family’s self-management
instead of the family’s self-management driving scheduling or need for a break.”
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The therapist’s clinical recommendations do not match the family’s concerns.



A lack of shared decision making with the family (not recommending or scheduling
at frequency of therapy that will work for the patient/family).



Difficulty “setting the family up from the beginning of therapy with realistic
expectations for how therapy works,” including episodes of therapy from the time of
the evaluation.

All six therapists were active in the discussion and shared ideas about the items they felt might
be affecting their ability to support families in developing self-management skills or things they
felt they could be doing to provide better self-management support to families already.
Following these discussions, the therapists involved in the study developed questions to
be used as guiding questions during the parent interviews, which is in alignment with PAR
methodology that the research is not generated by the investigator but is driven by stakeholders
throughout the process. The guiding questions for the interviews were designed to capture
relevant information that the therapists felt would be helpful in order to understand client/parent
perception of self-management and long term planning for their child’s therapy. Guiding
questions that were developed during the focus group to be utilized during the parent interviews
included the following:


“What is your long-term plan for your child related to therapy?”



“What are your expectations when you bring your child for therapy?”



“Tell me about your role in managing your child’s therapy needs.”



“What do you see is your role and what do you see is your therapist’s role in
managing your child’s condition and therapy needs?”



“How has your therapist discussed taking a break from therapy with you?”
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“How does your therapist discuss a long-term therapy plan for your child with you?”



“How do you feel your therapist is collaborating with you?”



“What is your perception of the therapy home program?”



“What are your thoughts about taking break from therapy or not coming to therapy on
a regular basis?”



“What else would be helpful for me to know regarding self-management (the therapy
home program between sessions or what you would need to do during a break from
therapy) either specific to your situation or as we think more broadly about families
bringing their child for therapy services at Cincinnati Children’s?”

Results from Initial Parent Interviews
Parent interviews lasted 18 to 30 minutes each with an average length of time of 25
minutes per interview. Parents were encouraged to share only the items they felt comfortable
sharing. Parents were mailed a copy of their transcript so that they could review it and let me
know if they saw things that needed to be changed; no parents requested modifications to their
transcript. The therapist participant group discussed the codes during another meeting as noted
during the methods section. For the majority of the time (approximately 75% of the time), all
therapists agreed on the code. There were four instances during the process that required
increased discussion time about the code and then required a revote, but still, ultimately, at least
five of the seven therapists were always in agreement on these codes. Some codes were lengthy
due to trying to describe who the code was related to (therapist, parent, child) or to provide a
little more specific information about the idea that was shared for clarity.
A total of 137 unique codes were identified from the 10 interviews, and there were many
codes that appeared multiple times over the course of the interviews. For example, some clusters
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of data were developed as the result of one code arising in all 10 or nine of the 10 interviews,
such as “no long-term therapy plan” or “parent learns during session.” However, when it came
time to combine clusters of data into larger patterns or themes, some discussions were lengthy.
The therapist team then worked to cluster codes together; this work occurred as therapists
identified similarities among the codes and grouped them together. This process resulted in a
total of 28 clusters. These clusters were named and then grouped together again to form themes
from the parent interviews. A total of six themes emerged from the data: complex role of the
parent of a child with special needs, uncertainty about the future, parent and child relationship
with the therapist, value of therapy sessions, follow through with therapy home program
activities, and factors influencing parent desire to take a break from therapy. Each of these
themes will be described in more detail below. See Appendix A for clusters and themes from the
first round of parent interviews.
Theme 1: Complex role of the parent of a child with special needs. There were a total
13 codes grouped together into four clusters for this theme. This theme emerged repeatedly in the
interview transcripts. The clusters in this theme included the parent as a care coordinator, the
parent as a member of the team, the role of the parent working with the child at home, and the
parent of a child with special needs having more stress than typical parents. Increased stress was
clearly identified by parents during some interviews but also seemed to underlie many comments
within the other three clusters.
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Figure 4. Complex role of the parent of a child with special needs.
When speaking with parents during the interviews, it was clear that they were balancing
many roles and activities related to their child’s care. While no one complained about all of the
tasks they were taking on, some parents reported that they felt additional stress or pressure
compared to the perception of the experience of parenting of a typically developing child. Some
parents stated feeling this extra burden or stress explicitly. For example, Parent Participant 7
stated, “When you are raising a special needs child, you already have all of that weight on your
shoulders, and you feel that weight on your shoulders. You feel like you are alone in the process,
and it is kind of scary.” Parent Participant 8 said, “We have a lot of pressure on us as parents of
children with special needs.” Yet another mother (Parent Participant 2) said, “Sometimes we feel
like we can never do enough as parents of a child with special needs.”
One cluster in this theme was the idea that the parent was a member of the child’s team.
Across all interviews, parents reported feeling that they collaborated with their child’s therapist
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and that their child’s therapists respected their input; these ideas will be explored further in more
detail in the “Relationship with Therapist” theme. In regard to roles, all parents identified
themselves as a team member describing their role when it came to therapy as involving “a team
approach” (Parents 2, 4, 5, 6, 7, and 9) or being “part of the team” (Parents 1, 3, 8, and 10).
Parent Participant 8 described her role, “Obviously I’m his mom, and I like to feel and be asked
what things and skills are a challenge for him and then create goals together. I love that. I love
being a part of the team.” Other mothers said things like, “We are a team player in our child’s
care” (Parent Participant 10) or “I am part of the team instead of just being told what to do”
(Parent Participant 3). Parent Participant 5 discussed how her daughter’s behavior could be
challenging but that she and the therapist worked through these challenges together. She stated,
“I have never come to an appointment and thought, ‘here she is—now good luck therapist.’ It is
not that I am a bystander. It has been a really solid partnership.” Across interviews, parents
seemed to feel good about this role as a teammate in their child’s care, and while this role was
positive in terms of being perceived as part of the team, it was often followed with some of the
comments mentioned above about the stress and increased demands on parents of children with
special needs.
Another cluster and role that parents described was the role of coordinator of their child’s
care. Most parents seemed to feel responsibility for ensuring everyone was on the same page
regarding their child’s care. Parent Participant 3 stated, “I guess I think of my role as the
coordinator. I try to communicate everything that is going on with all of the doctors. . . I feel like
my role is to let everyone know the plan.” Parent Participant 2 described a situation recently in
which her son had been experiencing challenges: “He has been having trouble in library, so we
have been talking to the librarian, his teachers, the OT at Children’s and his OT at school. We
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say this is what’s going on. Can you give us some ideas?” Parent Participant 4 reported, “Our
role is to make sure the goals are being worked on at home and making sure we are coordinating
between the therapy groups, so either between the school and Children’s hospital or to the
therapies and ourselves.” Parent Participant 6 described her role as the coordinator this way: “I
see myself as the coordinator. I am going to tell people what we found in those reports, and I am
going to tell the doctor what we are working on in therapy. I try to keep everyone on the same
page.” Parents reported that they liked when members of the care team were able to keep one
another informed and communicate regularly without their input. For example, Parent Participant
4 reported, “For a while we had it where the therapists were emailing each other, but then we lost
some people at our school. The communication kind of dried up. We have been pushing to try to
get that back.”
Another cluster that emerged in this theme was the concept of the need for follow
through with therapy activities at home. This theme overlaps somewhat with the concepts in the
theme follow through at home, but some information parents reported belongs within this theme
because parents discussed how one of their roles was to follow through with therapy activities at
home as this is something that adds to the complexity of the parent’s role. As noted in previous
sections, only families that were considered to be in an action or maintenance stage of readiness
were include in this study, and these families were considered to be highly active with their
therapy home program by their therapists. Parents strongly endorsed their role in following
through with therapy activities at home. When discussing the role of the parent versus the role of
the therapist, parents universally agreed that it was their responsibility to manage their child’s
therapy needs and follow through with therapy activities to allow the child to make progress.
Parent Participant 4 reported, “We are obviously the primary. We do the majority of the work.”
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Parent Participant 6 stated, “I don’t expect them to work miracles in that one hour that he is
there. I watch what they are doing so I can carry it over at home because I feel like they only get
to see him for 45 minutes to an hour once a week.” And yet another parent (Participant 1) said,
“So I went in thinking the therapist needed to fix it. As the OT went on, I realized they can’t fix
it one time per week.” One parent also stated, “It is our role to set the goals and make sure the
goals are being worked on at home.” Parent Participant 10 said,
I know that you can’t just drop him off and not do anything all week long and expect for
him to make progress . . . I wouldn’t get my full money out of my therapy if I just said
‘Hey, you are going to work with him for an hour and then we will see you next week’
and not do anything in between to carryover any ideas at home.
Parents seemed to consistently feel that it was their role to be carrying over therapy activities at
home regularly to maximize the benefit of therapy.
Throughout this theme, parents discussed the additional roles that they had to take on
when raising a child with special needs. Several voiced that parents of children with special
needs had more stress explicitly and sometimes this just seemed to be implied in the way that the
parents discussed the many roles and tasks they had to complete on a regular basis. Parents
clearly stated in all interviews that they were taking on additional tasks within their role as a
parent due to having a child with special needs.
Theme 2: Uncertainty about the future. Fifteen codes composed this theme of
uncertainty about the future. There were four clusters of codes that came together within this
theme. They included lack of a long-term therapy plan, unsure of child’s potential, worry, and
difficulty setting realistic expectations.
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Figure 5. Uncertainty about the future.
As noted above, a total of 10 parents were interviewed, and none of these 10 parents felt
that they had a long-term plan for therapy for their child. All parents seemed to feel confident
that they knew what the short-term goals for therapy were, but they lacked a long-term plan for
therapy. For example, Parent Participant 9 reported, “We do discuss short-term goals but really
nothing beyond.” Parent Participant 2 stated, “So those long-term, really long-term, goals don’t
really get addressed. It is like living on your own.”
The opening question in every parent interview was about their long-term plan for
therapy, so I asked, “What is your long-term plan for your child’s therapy?” I was often greeted
with responses such as “Well, I’m not 100% sure of what that is” (Parent Participant 6) or with
questions like “As far as what we do in therapy or what my goal is out of therapy?” (Parent
Participant 1) or “Like a one year plan or five year plan?” (Parent Participant 5). Parents
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generally could not articulate a long-term vision of how therapy would be like for their child.
Once they understood the question, many parents responded with statements about how they felt
their child would always need to be in therapy. They said things like, “I think in general he is
always going to need some sort of therapy” (Parent Participant 2), “I think that therapy is going
to continue on until he is an adult, honestly” (Parent Participant 7) “I would like to continue
therapy for as long as I possibly can” (Parent Participant 9), “We don’t know as far as where he
is with his diagnosis if he will ever not need the therapies” (Parent Participant 4), “I just want to
continue on, especially if he is making progress” (Parent Participant 10), “I think the best thing
for him is continued therapy” (Parent Participant 6), or “We envision (our child) in therapy as
long as it is needed” (Parent Participant 8).
Parents occasionally made statements about wanting their child to be out of therapy as a
long-term goal, but this goal was always tied to the idea that the child would be done with
therapy once his/her skills had reached an age-appropriate level. For example, Parent Participant
8 shared, “If he is doing age appropriate activities and having more age appropriate abilities, then
we would certainly start seeing less of the therapist and doing more at home and school. So it
really depends on how he is doing and where he is in his development.” Several parents stated
clearly that they felt they never had a discussion with their child’s therapist about a long-term
plan for therapy. For example, Parent Participant 10 stated, “I don’t think we have ever talked
about how long he will be in therapy or how long he will need therapy.” Parent Participant 2
discussed the lack of a long-term therapy play saying, “He is going to OT and speech now. But
what is next?”
Some of these statements lend themselves perfectly to the next clusters that were
identified, which were difficulty setting realistic expectations and feeling unsure about their
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child’s potential. Having a diagnosis such as autism spectrum disorder or Down syndrome often
has some ambiguity in terms of the individual’s long-term functioning in which some individuals
may go on to have a career or be able to live independently and others may not. Parents often
reported feeling that they did not know the expectations in regard to their child’s potential.
Parent Participant 2 stated, “It seems like a lot of families are open-ended and not sure about the
future. And so, having something in place to help us deal with the future, with what that may
look like for a kid like him, would be helpful.” Parents also reported wanting therapists to be
honest with them in their interactions about things that the child needed to work on immediately
or things for the long-term. Although not a view expressed by all parents, some described
wanting information that was honest and given to them immediately. Parent Participant 6 said, “I
don’t like things sugar coated at all; if they think we need to work on something, we are working
on it.” Finally, when discussing the future, not knowing the expectations, and how she makes
decisions for her child, Parent Participant 7 reported, “It is this huge gray area, doing this,
wondering if you are making the right call. You want to make sure you are making the right
decisions.”
The final cluster that emerged in this theme was negative emotions like worry and feeling
overwhelmed. These feelings were strongly conveyed in eight of the 10 parent interviews. Many
parents reported that all of the uncertainty about the expectations that caused them extra stress
and worry. Parents reported things, such as “We are always worrying what he is capable of and
what he’s not capable of” (Parent Participant 2) and “I don’t know what my plan is for him, and
it makes me nervous” (Parent Participant 3). Parent Participant 2 discussed changing needs as
her son became older: “His needs change every day. . . and as he gets older we worry not much
about physical things that he can do but mental things and social things that he can do with his
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peers in the community.” Other parents echoed similar sentiments when discussing changes as
their child became older, including “You never know with the maturity thing what he is going to
need” (Parent Participant 6) and “It gets very overwhelming” (Parent Participant 9).
All of these clusters have lack of a long-term therapy plan, unsure of child’s potential,
difficulty setting realistic expectations, and worry came together to make up the theme of
uncertainty about the future. Parents reported things like “it being a huge gray area,” “not
knowing what their child is capable of,” and not knowing about the long-term plan for their
child’s therapy frequently across parent interviews.
Theme 3: Parent and child relationship with the therapist. In this theme, a total of 26
unique codes were utilized to make five clusters. These clusters included parent involvement and
input, the child-therapist bond, and parent perception of having “the right” therapist. The
decision to split parent input into multiple levels (parent input is elicited and considered, and the
parent is empowered to make decisions about his/her child’s care) was due to the differences in
how parents seemed to perceive who ultimately made decisions in regard to goals, therapy home
program activities, or the decision to take a break from therapy. While all parents seemed to
generally feel happy with their relationship with their child’s therapist and that their child’s
therapist collaborated with them, the perception of how much the therapist took their input into
account during therapy and whether the parent felt they made the decisions or the therapists did
differ across interviews.
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Figure 6. Parent and child relationship with the therapist
During every interview, parents reported at least some feeling that their child’s therapist
asked for their input, leading to the development of the cluster parent involvement and input.
Generally, these comments were about parent involvement in setting goals for therapy. All
parents reported feelings that collaboration occurred when setting goals for therapy intervention.
Parent participant 3 described, “I always felt like the therapists asked my opinion, what I wanted
to work on, what we could do at home. I felt like they were always great with coming up with a
plan that was appropriate and specific to him.” She further explained, “I was never just dictated
to, so with the therapists it has always been great, and I have always been happy with that.”
Parent Participant 4 described:
I really feel like it is a pretty joint effort. The therapists we have worked with so far have
been very helpful in helping us goal plan. They ask us what we think the goals should be,
and then they make suggestions. . . They make a suggestion or recommendation. I’ve
never felt like we were being told we need to do something. We were always in kind of a
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collective think tank kind of collaboration to come up with the goals. . . Ultimately it is
my wife and myself who set the goals, but the therapists have a lot of input into it.
Another mother (Parent Participant 5) reported feeling like her child’s therapist always took her
ideas into account: “There has never been an idea that I have had that was not considered. That
has been really nice.” Finally, a mother stated:
I do feel supported by the therapists. So it is almost like I am part of the team instead of
just being told what to do. So it is a nice feeling to have this group of people that have
worked with her long term, that know her strengths and abilities, that I don’t have to keep
explaining what she can and can’t do to somebody. And it makes me feel supported. It
makes us feel nice. (Parent Participant 9)
All parents discussed feeling like they collaborated with their child’s therapist and that
their input was considered when the therapist worked with their child. However, only four
parents discussed actually feeling that they were in charge of making decisions, particularly
around taking a break from therapy, and being empowered to make that choice versus the
therapist telling them their child would need to take a break from therapy. Parents that felt they
were being told they had to take a break were clearly angry and upset during the interviews.
They stated things like “And now we are going to just stop and come back in a couple of weeks
or months. I don’t like it at all” (Parent Participant 10), “No, I am not happy. I’m not saying I’m
comfortable with it. It is just something you have to deal with. We don’t like it. I’m not a fan of
it at all” (Parent Participant 4), or “She said we were going to stop altogether, and I was like ‘I’m
not good with that’” (Parent Participant 1). The tone of conversations about a break from therapy
was very different when parents felt that they were allowed to make the decision about whether
they were ready for a break from therapy. One mother (Parent Participant 5) was planning on an
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upcoming break from therapy after having her daughter in therapy once a week for 6 ½ years
said:
And the therapist was very supportive if I didn’t feel necessarily comfortable, it was
always open for discussion. It was never a mandate of hey, children’s is moving to this
model, and we have to do it. It was very much a discussion and an agreement from all
parties, which I appreciate.
Another mother (Parent Participant 8) discussed a similar experience but shared things she had
heard from other parents that had brought their children for therapy at CCHMC:
So there is a new policy that I was told about that we had to take a break. And it wasn’t
something I was interested in doing at that time . . . Other families feel that the therapist
told them that your child needs to take a break and they weren’t asked or given a choice.
But my experience, it was fine. My OT asked me. She gave me a choice, and I chose to
continue therapy.
Parents also frequently mentioned the importance of their child’s relationship with his/her
therapist. Many discussed how much their children enjoy coming to therapy and how it made
them feel better knowing that their children had such good relationships with their therapists.
Parent Participant 2 said, “He opens up to her a lot. He will tell her things he will not tell us. So
he feels like it is a quiet, safe space where he can open up a little bit.” Parent Participant 5
discussed her child’s relationship with the therapist: “My child is sometimes not the easiest kid
to work with. She has some pretty strong opinions, and you know she just loves her therapists to
death.” Many parents described their children being happy to go to therapy stating things, such
as “He looks forward to going” (Parent Participant 4), “He responds so well to his OT and looks
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forward to going there” (Parent Participant 6) and “He likes it; I think he likes to go. He has a
good time there” (Parent Participant 10).
Another cluster of codes that emerged was parent perception of having the “right
therapist.” This perception was something parents repeatedly discussed was important to them.
Many pointed to past experiences when discussing their current satisfaction with their child’s
therapists. For example, Parent Participant 8 reported, “I am very happy with my therapists for
him, but it has not always been that way.” Parent Participant 6 said, “We have the right people
that work with him, and it works well with us.” Other parents endorsed similar ideas. A mother
(Parent Participant 3) of a child who had recently seen several different therapists stated more
satisfaction with her son’s therapy before having so many changes to his care team: “I loved our
team. I felt like he made so much progress because of them, and I was so happy.” Parent
participant 10 stated, “I really trust our OT and think she is fantastic. I feel like I can talk to her.”
Another mother (Parent Participant 9) discussed her relationship with the current therapist and
why she felt like they had such a good relationship stating, “It is important for the family to be
aligned with the therapist.” When discussing the concept of stopping ongoing therapy, one big
concern noted by parents was that they would not be able to have their same therapist back when
they returned from a break. This concern was commonly voiced by many parents. For example,
one mother (Parent Participant 8) stated, “I am very careful to change things or move things too
much with his team. I am very comfortable with his team right now. He is really succeeding right
now, and I don’t want to change anything.”
Overall, parents reported strong feelings of having a good relationship with their child’s
therapist and that their child responded well to the therapist. Parents felt they were able to
collaborate with their child’s therapist and provided input about goals for therapy, but there were
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mixed responses with whether parents felt they were actually able to make the decision about
taking a break from therapy or if it was something being forced on them due to an administrative
policy regarding scheduling. Parents discussed the importance of having the right therapist for
their child. Parents generally reported positive feelings about their relationship and their child’s
relationship with the occupational therapist and/or physical therapist.
Theme 4: Value of therapy sessions. This theme is composed of six clusters made up of
28 codes. The six clusters included therapist knowledge and expertise, parent wants feedback,
parent worry about missing something, appointments give accountability, parents learn during
therapy session, and therapy helps the child.
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Figure 7. Value of the therapy session.
Regardless of diagnosis or length of time in therapy, all parents discussed the benefits of
having their child attend therapy for a variety of reasons. The first reason that came up across all
10 parent interviews was the idea that the therapist has knowledge that the parent does not have.
Parents said things like, “I feel like I completely lean on the therapist or doctor to tell me what
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we should be doing. I have no idea what is age appropriate or typical” (Parent Participant 6) or
“You guys are my support system. You are kind of co-parenting with me. You’re my baby book.
You are telling me what he should be doing” (Parent Participant 3). Other parents said similar
things like, “It is nice to have an extra set of eyes to say well you’ve done this now let’s try this”
(Parent Participant 5) or “I need their expertise and advice” (Parent Participant 10). The majority
of parents described feeling comforted knowing they could trust their therapist’s advice. For
example, Parent Participant 9 said:
It is nice to have somebody that you know takes care of all of that for me, so I can show
up and say “Hey, I was thinking we could try this” and then having the professional say
yes this will work or no that won’t work. It just saves me a ton of time not having to go
into that myself in an uneducated way.
Two clusters that go hand in hand were the parent wanting feedback and parent worry
about missing something. Parents frequently expressed concern that they might be missing
something and that they valued going to therapy appointments so the therapist could give them
feedback about whether they were doing things correctly with their child at home. Parent
participant 6 reported, “I also like to know next steps because sometimes I don’t even know what
the next step is that he should be working on that I might completely miss.” Parent participant 9
stated:
With the frequent check-ins, it is like I will find “Oh, I’ve been doing this wrong” or it
hasn’t been effective because I haven’t been moving a certain part in a certain way. I am
nervous and feel like if I have a three month break, what if I am doing things wrong for
three months?
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Parent Participant 7 said, “What are we working on? What do we need to do next? It is just weird
because when you are in your house you don’t think of these things all of the time.” Parent
Participant 10 described her experience and the value of coming to therapy each week to receive
feedback about how to change home program activities when they are not working as expected,
“We do lots and lots of stuff at home, and there is always that one time that is like I never
thought of doing it that way or something is not working. Then I know that in a week I can get
clarification, so that is nice.” Several parents also discussed the value of therapists giving them
positive feedback or affirmations, whether it was about performance of specific therapy home
program activities or more globally, saying things like, “It is really nice to hear from our
therapists that we are doing a good job. It is nice to hear that our kids are doing great, but it is
also nice to hear that we are doing a good job as a parent” (Parent Participant 8).
Parents also seemed to feel strongly that regular therapy sessions were important because
meeting with the therapist routinely held them accountable to working on things with the child at
home. Parents reported things such as “I really like our routine. It keeps me on track” (Parent
Participant 2), “The visits every week help keep me focused and alert to what we need to be
doing at home” (Parent Participant 6), or “I do find that having that appointment holds me
accountable” (Parent Participant 9). Parent Participant 10 further discussed the value of meeting
with her child’s therapist every week:
So like when I check in with the OT, I feel like I have to tell her what we have done that
week, so it pushes me that week to make sure that I am working with him. Every week I
have to tell her what we worked on and I want her to see progress. I don’t have as much
accountability when I am on a break.
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Another cluster that emerged repeatedly across interviews was the parent learning during
the therapy session. Parents said, “I want to know what is going on so I can do things at home”
(Parent Participant 6) and “While the OT wasn’t instructing me, this is how you have him write
his letters, I was listening and paying attention so I could implement it” (Parent Participant 3).
Other parents discussed that strategies the therapist thought of to promote the child’s successful
participation in an activity were not things they would have thought of on their own saying
things like, “I would never have thought of that for him to write on the line, but they are such
great activities, like that is so smart, it is genius” (Parent Participant 10). Many parents vocalized
that it was not the therapy session that led to change in the child but what they learned during the
session that allowed the child to be successful in his/her home and community. Parent Participant
10 described:
Well I don’t expect them to work miracles in that one hour that he is there. I expect that I
go and I sit in the sessions. My expectations are that they work with him for that hour but
also that, more on myself, that I watch what they are doing so that I can carry it over at
home because I feel like they only get to see him for 45 minutes to an hour once a week.
So they can’t work miracles in that one session. So my expectations are mostly that I
bring him and watch what they are doing, and they mostly give me ideas for things that I
can carry over at home.
The final cluster in this theme was the idea that the therapy session helps the child, and it
was sometimes linked to the session helping the child as well as the follow through with session
activities at home. Parents sometimes reported the benefit for both the child and parents. For
example, Parent Participant 4 reported, “With the therapy, he gets what may only be an hour a
week, but after that hour, we learn things, he learns things. We see progress. We always have.”
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Parent Participant 10 said, “I think that is why the therapies work. I know at our session that it
helps him, but it is not actually what makes him progress. It is the therapy and keeping it fresh so
we can go home and work on things.” Other parents reported the value of therapy for their
child’s development saying things like “I think the overall goal is to make sure he is achieving
his milestones” (Parent Participant 7), “I think the Children’s therapies are definitely beneficial
to him” (Parent Participant 3), or “We are just trying to make sure we are on the right path to
getting him where he needs to be to act like other children his age” (Parent Participant 1). Parent
Participant 2 described, “I feel like he needs someone that he will listen and pay attention to in
order to go over those things because you need to go over and over things with him. If I tell him,
I feel like he doesn’t always hear me.” Several parents discussed that by having the child in
therapy, they were helping the child be as successful as possible in the future. For example,
Parent Participant 2 explained, “When he is in therapy, we feel like we are giving him every tool
we can to help him deal with situations that he is in.” Several parents described that the therapist
showed them that their child was capable of things that they did not know he/she could do. For
example, Parent Participant 9 described, “I see her do things that I don’t see her do at home, so
you know I am learning what she is capable of.”
All parents interviewed expressed that they felt consistent therapy sessions were helpful
for them as well as their child. They described the benefits of having the therapist’s professional
expertise, someone to keep them on track and help them know the item their child should be
working on next, and teaching them how to work with their child at home.
Theme 5: Follow through with therapy home program activities. In this theme, there
were six clusters that came together to form two larger patterns of things that negatively and
positively affected the ability to follow through with therapy home program activities. A total of
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21 unique codes were used within these six clusters. In the positive pattern grouping, parents
reported being able to modify activities so that they were able to complete them at home, having
a written home program so that they could remember what to work on, and having a home
program that matched their family dynamic/needs as things that positively influenced adherence
to the therapy home program. In the negative pattern grouping, parents identified a lack of
resources at home, that the home program strained their relationship with their child, and that
they had difficulty remembering what they were supposed to work on at home as factors that
negatively influenced their ability to complete therapy home program activities.
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Figure 8. Follow through with therapy home program activities.
Parents across all interviews discussed the importance of the therapy home program,
although some reported many more challenges with being able to do the home program than
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others. When thinking about things that positively influenced completion of therapy home
program activities, parents reported improved ability to complete the therapy home program
when they were able to modify the activities to fit better into their home environment or based on
their child’s needs. Parent Participant 5 described, “We have always found ways to develop a
home program that she likes anyways with just activities that you can sneak in where she doesn’t
know it is therapy.” Parent Participant 10 said, “It is not like we sit down for 2 hours to work on
something. I might pull him aside and say ‘Hey, let’s cut this out.’ I try to have everything
prepared ahead of time so we can get it done.”
Several parents had the experience of their child’s therapist writing down or typing out
the therapy home program for them, and all parents that received written activities for home
reported liking having this information to take at the end of the session about what they should
be working on at home. Parents of children who did not have a therapist that wrote down the
home program reported wishing that the therapist did this, which will be discussed more below.
Parent Participant 5 described her positive perception of the written therapy home program, “In
the last 2 minutes, the therapist types out some home programming for us. That has worked
really, really well.” Parent Participant 10’s comments captured the ideas of the parents who
reported the benefit of having a written home program. She stated:
The OT will type out something every week, which is nice because you can be
overwhelmed with the information because you cover a lot. So I feel like sometimes you
can be overwhelmed, so at the end she will type out something really quickly, it takes like
three minutes for her to type out, but it is like everything to work on for the next week at
home. So when I get home, I rush to get him lunch and to school, so after I drop him off
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and I can review it and remind myself because I feel like I could forget things if she
wouldn’t do that. I think I would forget things, so I like how she writes things down.
Another positive to being able to follow through with therapy home program activities
was the idea that the child’s therapist considered the child’s larger family situation when
developing home program activities. One mother described her experience with the therapist
customizing her child’s home program to his needs saying, “I think the therapy activities for
home are perfect. I don’t think they are unreasonable. I don’t think they are too much.” Parent
Participant 8 discussed how her child’s OT took into consideration that she was not comfortable
working on certain things with her child at home. She said, “I can tell her what I think we can
work on at home and ask questions. One of those things that I really don’t like to do at home is
scissors. My boys are 20 months apart from each other, and so it is just chaotic. I can’t keep
everyone safe. That just isn’t something I like to do at home.” Parent Participant 9 stated, “She
knows our family dynamics and that affects what she gives us to work on.” Finally, other parents
reported improvements with being able to keep up with therapy activities outside of therapy
sessions by involving their child in community activities. For example, Parent Participant 3 said,
“I signed him up for karate. He did a lot of standing on one leg, obstacle courses, and things like
that so I kind of tried to use the flexibility and strength he had gained and so that he didn’t lose
that.”
Parents also reported a variety of things that made it difficult for them to follow through
with therapy activities regularly at home. One of the main reasons that parents reported difficulty
with follow through with therapy home program activities was that they felt it strained their
relationship with their child and that their child did not cooperate with them as well as they did
with the therapist. Nine out of 10 parents reported that their child seemed to participate better in
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therapy than he/she did at home. Parents stated things like, “He doesn’t let me do the same things
with him that he would a third party. We fight about doing everything” (Parent Participant 3) or
“He is willing to do those things for other people, but not always for us” (Parent Participant 2).
Other parents said, “Putting a heavy workload on the home program is hard for me. He is not a
kid that will work with me as hard as I try. He just doesn’t do it” (Parent Participant 8) and
“Honestly at the end of the day they may get him to do something in therapy and then he will
come home and not want to do it at all” (Parent Participant 10). Some parents stated explicitly
that while they understood the value of the therapy home program that they did not necessarily
want to have to do a lot of therapy activities at home. A few parents described this saying, “I feel
like it is important for home to be home” (Parent Participant 2) or “Personally we like therapy. I
am all for it. I like that being someone else’s job so that I can just be mom” (Parent Participant
8). Parent Participant 9 described liking to have the therapist to refer back to when she
approached doing her child’s therapy home program or using equipment:
Therapy makes it less like I am making her do something so our home time and our time
together is more of a parent and child relationship instead of we need to do your
stretches, we have to put your brace on, we have to do this, and you have to do that.
Parents also felt that their ability to complete the therapy home program was negatively
influenced by the resources they had available at home compared with the resources that were
available when their child was in therapy. Parents consistently described that their child’s
therapist had equipment and supplies that they did not have at home, and it made it challenging
for them to follow through with therapy activities at home. For example, Parent Participant 10
described, “Parents don’t know. You have all of this great equipment at therapy, and then you
come home and you have not even close to the same kind of stuff at your house.” Parent
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Participant 7 said, “We don’t have a lot of therapy clinical toys here, and he gets bored with that.
We go to therapy, and there are different things that he doesn’t necessarily experience at home,
and that changes it up for us.” When asked about follow through with therapy activities at home,
one of the mothers (Parent Participant 6) simply stated, “Some of the resources the OT uses, I
don’t have them at home.” She further explained, “When I was in the beginning of it, I was like
they have all these padded things, they have crash pillows and swings. And we go home and we
have a couch and a table.” Some parents voiced frustration with not being able to obtain supplies
they felt would be helpful for home stating things like “I have looked and I can’t find them. I
can’t use them at home. It would be nice to have more than one of the grippers you gave me, but
I can’t purchase them if I need another one” (Parent Participant 1).
Parents also discussed barriers for being able to follow through with activities at home
due to not being able to remember what they needed to work on. All parents of children who did
not have a therapist that wrote down/typed out home program activities and reported wishing
they had something to remind them of the items they needed to work on during the week or if
they were on a break from therapy. Parent Participant 9 stated it very clearly:
I could probably use more take home information. So if it was like worksheets or
printouts of things to do. You collect a lot of information in that 45 minutes that you are
there with the therapist, and there are a lot of other things going on. So sometimes I get
home and I am like “what are we supposed to do?”
When referencing the actions she had seen other therapists do, Parent Participant 1 said, “Some
people print off instructions. It might be nice to have the information on paper.” Parent
Participant 7 said, “Maybe more of a structured bullet point report or paper of the things we are
working on would be helpful–something that parents can visually reference.” Parent Participant
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10 discussed that it might be helpful if people had to take a break from therapy saying, “I think it
would be really helpful for some parents if they have to take a break if the therapist would write
down a really nice list of ideas and things to work on. So as a parent, these are the things that you
could work on when they are not going to be here.”
All parents discussed knowing that it was important for them to complete therapy
activities with their child at home on a regular basis and that the therapy alone would not be
sufficient without their follow through. They reported a variety of factors that positively or
negatively influenced their ability to follow through with the therapy home program activities.
Although parents were never formally asked about a written home program, parents brought it up
regularly as something that either positively or negatively affected their ability to work on
therapy activities with their child at home.
Theme 6: Factors influencing parent desire to take a break from therapy. This theme
was composed of four different clusters made up of 34 codes. The clusters included negative
thoughts and feelings about a break, positive thoughts and feelings about a break, the child’s
needs constantly changing, and the scheduling system causes stress.
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Factors Influencing Parent Desire to Take a Break
from Therapy

Figure 9. Factors influencing parent desire to take a break from therapy.
When discussing the idea of taking a break from therapy, many parents reported negative
thoughts and feelings about the idea of a break. These negative responses were further grouped
into sub-clusters, including emotional responses (worry, fear, helplessness, anger, and
frustration), increased stress at home, feeling abandoned, worry about regression, and child still
not having achieved his/her maximal potential. Emotional responses ranged anywhere from
being somewhat uncomfortable with a break to being very angry about it. Parents responded to
the question about how they felt about a break from therapy with responses like, “I feel like I
don’t necessarily like the break” (Parent Participant 9), “I am one of those people that it makes
me nervous to take a break” (Parent Participant 10), “I am one of those parents that I don’t like
breaks. I just want to continue on, especially if he is making progress” (Parent Participant 2),
“Hearing that we needed to take a break was hard. It is scary for me to take a break” (Parent
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Participant 3), and “No. I don’t really like the idea of a break at all. I will be totally honest with
you. This is something that I am very against” (Parent Participant 4). A few parents reported
increased stress at home even with a short break for a holiday. For example, Parent Participant 8
said, “It is challenging on our whole family. It does create more stress on our family. I feel it. I
know it. I feel it because I am more stressed out, and I feel like I have so much on my plate when
he isn’t going to therapy.”
Some parents also reported that taking a break felt like the therapist was abandoning them
or that they felt like their child had achieved his/her maximal potential. One mother (Parent
Participant 9) described these feelings well saying, “The thing about the break, it almost feels
like, ‘oh you’ve given up.’ The kids might think that it feels like I’m not worth being seen
because I haven’t been making progress.” This mother went on to discuss the following:
She has been in therapy since she was a baby, so when the idea started coming up that we
would need to take a break, how do you decide to take a break? So is it like, she’s not
making progress right now? Do they not feel like she is capable of doing something so
we are going to stop for a while and then come back? For me that it what it felt like at
first. I mean I understand the concept of taking a break, but at first it did feel like that.
Like oh they are just going to give up on her, even though it was only for a couple of
months, it just kind of felt like that.
Many parents reported concerns about regression with a break, whether they had ever
actually taken a break from therapy or not. One mother (Parent Participant 3) of a child who had
taken a short break said, “I think if I asked him to tie his shoes now, he would not know how. So
it is like we had met that, and we did it. Now he has forgotten, and we lost it.” Another mother
(Parent Participant 8) discussed after missing just a couple of sessions for a holiday said, “He has
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definitely regressed, which is why it makes it hard.” When discussing even a week or 2 off of
therapy for a holiday, Parent Participant 4 described, “You can definitely see a difference when
he is going to regular therapy. I can see it; my wife can see it. We can see that it is definitely
important for him and his development.” Yet, another mother said, “We have taken breaks, not
by choice, like when she (the therapist) had a baby. And it always seems like he starts to slide.”
Parent Participant 2 discussed feelings when thinking about the possibility of taking a break
stating, “When someone is therapy walking you through it, it is less scary. You just don’t want to
lose, or you don’t want him to regress. And even though that probably won’t happen, you just
have all of those fears that come up when you are going into a break.”
Parents also discussed not wanting to take a break because their children’s needs are
constantly changing, and the therapist helps them understand how to work through these
changes. Parent Participant 8 reported, “As he gets older, I am going to need some input from his
therapists to help me figure out what is next.” Parent Participant 2 stated, “And his needs change
every day. So as he grows and matures and his needs change, things you didn’t even think about
he needs help doing.” Parents seemed to feel concerned that if they were on a break from
therapy, these developmental changes in the child may be more difficult to deal with.
Although no questions were asked about scheduling therapy appointments, parents
generally seemed to feel negatively about a break because of concerns with scheduling at
CCHMC or because of their own personal schedule. Parent Participant 8 discussed the desire to
keep her son’s current therapy time and therapist:
I would be very, very concerned about losing that slot. Before his therapy, I have
childcare set-up for my other children, I have my routine and his routing. If I was to take
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a break and could not come back to our slot or I would lose my therapist to keep that time
it would really rock our whole world. That is just another stress.
Another mother (Parent Participant 10) reported that her only issue with therapy was related to
scheduling, “That is the only thing that I do not like about it is that you can’t really schedule for
as long as the need therapy.” Other parents shared things like “For us, scheduling is a big deal”
(Parent Participant 3) or “I would say really all of our complaints rotate around scheduling.
Everything else has been relatively good” (Parent Participant 4).
While most comments and feedback from parents regarding the possibility of a break
were negative, there were some positive things or a mix of positive and negatives shared. Parent
Participant 7 who felt that she was getting to choose when her child would have a break from
therapy said, “I think the break would be nice because he can take a load off and then we can
come back and see where his strengths are and we can start again.” Another mother (Parent
Participant 5) who decided with her therapist and child’s doctor about the timing of a break
shared her thoughts about the upcoming break. She stated, “We are going to have some structure
even though it is not called physical therapy, structured classes that she may enjoy going to in a
social gathering. It is essentially going to be giving us some additional PT goals for when we
check back in.” One parent (Parent Participant 2) stated concern from her perspective but benefit
for her son if they took a break from ongoing therapy. She said, “I am one of those parents that I
don’t like breaks. I just want to continue on, especially if he is making progress. And I know
breaks are good for kids though because they can get burnt out. Parent Participant 3 reported
some mixed feelings, “You don’t want to lose more constructive therapy. It scares me. And even
though I know that the break is good it is a struggle to say okay yeah let’s take a break.” Parent
Participant 7 shared that while they were concerned about getting scheduled after a short break
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that it actually was not a challenge to get scheduled again. She said, “We took a break before and
have gotten back in without an issue.”
As discussed above, the majority of responses related to the idea about a break from
ongoing therapy were negative. These included emotional responses as well as parents reporting
concern about their child regressing or not continuing to make progress without therapy. Some
parents mentioned positive comments about a break being beneficial for the child and to give
parents time to allow their child the opportunity to participate in more community-based
activities. Parents also frequently mentioned concerns related to scheduling or changing their
routine and how those things affected their willingness to take a break. In addition to
information parents provided during interviews, parents also completed a short questionnaire in
order to obtain information about their activation in managing their child’s condition and daily
needs.
Results from the Parent Activation Measure for Developmental Disabilities
The PAM-DD was completed by all parent participants to assess overall level of
activation and to determine if there were any commonalities reported by parents that may
provide useful information about the impact on their ability or decision to remain in ongoing
therapy or take a break from therapy. Questions for the PAM-DD are answered on a Likert scale
with responses ranging from strongly agree to strongly disagree. There is no numerical value to
match the response on the Likert scale or no total score at the end. The results are to help the
therapist understand the parent’s perception of activation by reviewing responses to the
individual items, but there is no numeric score for this assessment. Please see Appendix B for a
copy of the PAM-DD.
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Results indicated no significant findings across parent participants. All parents answered
the majority of questions as agree or strongly agree (a minimum of 11/13 questions were
consistently answered as agree or strongly agree). These results indicated all parents were highly
activated and likely in an action or maintenance phase as indicated by their therapist. The two
questions in which parents sometimes responded disagree were “I understand the nature and
possible causes of my child’s behavioral or developmental concerns” with three parents
disagreeing and “I know how to prevent problems with my child’s behavior” with two parents
indicating disagreement. All of the answers indicating disagreement were provided by parents of
children with autism spectrum disorder.
Eliciting Parent Input for Change
Once the clusters and themes were developed, the therapist participant team identified the
top areas for potentially making a change. Therapists used a counting procedure to determine
across how many of the parent interviews the themes emerged. Based upon this procedure, the
top three areas to potentially target were identified. Those areas were the themes of uncertainty
about the future, factors influencing parent desire to take a break from therapy, and follow
through with therapy home program activities. Any cluster or area that was already considered
positive was eliminated from consideration. Areas that the therapists knew they would likely not
be able to affect, such as scheduling systems, were also removed from consideration.
Following this meeting, I developed a digital survey to send to parent participants
containing the three priority areas that we felt parents might find most beneficial for our team to
target with the change, which is in alignment with PAR procedures to continue involving all
stakeholders in the process. The survey briefly thanked parents for their continued time and
participation in the project and stated the top three potential areas for change identified from the
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analysis of the interviews. The digital survey asked parents to rank which area they felt would be
the most important change for their child’s therapist to implement. In addition to the areas for
change, parents were given a brief description of the theme (uncertainty about the future and
difficulty setting realistic expectations, taking a break from therapy and being able to provide
input about a break from therapy, and difficulty consistently following through with therapy
home program activities). There was also a blank box labeled other so that parents could enter a
free text response in the event that they felt there was something more important we should be
doing first.
The digital survey link was sent by email so that parents could respond anonymously
with their response. The survey was emailed to seven of the 10 parents who had completed
interviews. This decision was made because three of the parents were receiving ongoing therapy
with members of the therapist participant team. The therapist team did not want to bias the
parent’s view of the changes they might be experiencing, which would be reflected in the
interview about change. Six of the seven parents responded to the survey. Results indicated an
even split in the items parents felt would be most helpful to address with the change for
improvement with three parents voting for the uncertainty about the future theme and three
voting for the follow through with home program activities theme. No parents reported a
different priority for change than those identified in the survey in the free text box.
Therapist Meeting to Plan Change
To continue alignment with PAR methodology, the therapist participant team met again
to review the results of the survey. Given the split decision by parents, therapists were perplexed
as to the next action to take and how we could move forward because there was not a clear
decision by parents as to the items we as therapists should be targeting a change around first. We
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discussed ideas to move forward following up with all seven parents to make sure if the one
parent who had not completed the survey could do so and hopefully make a deciding vote, or if
we should go back to the data and see if one theme emerged more often than the other. There
were discussions about how the therapist team felt there might potentially be a larger impact or
which action the team felt more comfortable doing first (talking about the home program instead
of discussing future expectations or a long-term therapy plan).
After much discussion and no agreement on the next best step, one of the therapist team
members shared an idea she had recently heard about during a quality improvement meeting at
CCHMC. She shared that the rheumatology department had started using a shared decisionmaking tool with parents and children about adherence to recommendations, such as taking
medication. They had found benefit to this tool and were now utilizing it routinely in clinical
practice. This therapist asked everyone if they felt that this tool might be something that we
should try to do. Three of the six team members had no concept of a shared decision-making tool
or how it might look like. After more discussion and emailing, the nurse practitioner in
rheumatology to obtain a copy of the tool they had developed, and we were able to see how a
shared decision-making tool might look. The team briefly searched for information about shared
decision-making tools. We found several reputable sources that provided information about
shared decision making. A manual for a continuing education course on shared decision making
had a definition for shared decision making:
Shared decision making occurs when a health care provider and a patient work together
to make a health care decision that is best for the patient. The optimal decision takes into
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account evidence-based information about available options, the provider’s knowledge
and experience, and the patient’s values and preferences (Agency for Healthcare
Research and Quality, 2014, p. 2).
There was also information about the value of using tools or aids to assist with facilitating shared
decision making between a patient and the health care provider during a clinical encounter on the
Mayo Clinic Shared Decision Making National Resource Center (Mayo Clinic, n.d.).
After further brainstorming and discussion, a mutual decision was made to develop a
shared decision-making tool. We determined that we would use a shared decision-making tool
along with supplemental documents to help the therapist and parents discuss self-management
related topics ideas that the parents identified as important and helpful for them to address with
their therapist, not the items the therapist decided would be most important to address with the
parents.
The shared decision-making tool and supporting documents were developed based upon
the themes identified during the parent interviews. The shared decision-making tool begins with
a statement about the complexity of managing the care of a child with special needs. Then there
is a brief discussion about the episodic model of care (meaning therapy and breaks from therapy)
that is being utilized at CCHMC and includes the many considerations for taking a break from
therapy. Families are asked what if anything would be helpful for them to discuss with their
child’s therapist. The tool has options to discuss the topics that had emerged as themes and
clusters from the initial parent interviews with their child’s therapist. Options included things,
such as a long-term therapy plan, expectations or a long-term prognosis for the child, ideas for
improving follow through with therapy activities at home, information about episodes of care or
breaks from therapy, and then an open text space that says other that allows the family to write
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anything they would like to discuss with their child’s therapist. See Appendices C to F to see the
shared decision-making tool and the supporting documents that were developed by the therapist
participant team.
The supplemental handouts corresponded to each of the options that parents could select
from the shared decision-making tool. They were developed by the therapist participant team so
that therapists had a next step to take with parents based on the items the parent identified they
wanted to discuss with their child’s therapist. For example, if the parents said they wanted to talk
about long-term goals, the therapists had a sheet that they could give the parent that had some
questions for the parents to answer about their long-term goals for their child and then a roadmap
that the parents and therapist could fill out together about the steps they would need take to
achieve that goal. The supplemental handouts included information parents had shared during the
interviews. For example, on the tool about home programming, the strategies that parents could
identify that they might like to try were ones shared by parents during the interviews. These
strategies included things, such as working on the home program in short intervals throughout
the day or having materials for the home program activities prepared ahead of time. In order to
obtain feedback from parents, the question “How helpful was this tool to you?” was listed at the
bottom of the shared decision-making tool and the end of each supporting document to determine
how useful they perceived the tools to be. The question response used a 10-point Likert scale
with responses ranging from 1 (not helpful at all) to 10 (very helpful). The next step in the
process was then to test the change (the shared decision-making tool and supporting documents).
Results from Model for Improvement Process: Do
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Figure 10. Model for improvement: Do.
Pilot Test of the Shared Decision-Making Tool
The shared decision-making tool was pilot tested with one or two families by five
members of the therapist participant team. Therapists used the tool with a total of seven parents
during the pilot test period. Feedback on the shared decision-making tool was very positive with
six of seven parents rating it as a 10 for helpfulness. However, the feedback on the specific
supplemental forms varied and ranged from receiving a score from 5 to 10 in terms of
helpfulness. Based upon the feedback from parents and therapists involved in the test, the
supplemental tools were revised for the larger scale test of change. Specifically, the long-term
planning tool was modified to include a “roadmap” so that parents and therapists could write out
steps of the plan toward the long-term goal together during their discussion. Parents identified
repeatedly in interviews that they did not have a long-term goal or plan for therapy; they also
identified that they liked having information about the items they were working on written down.
This example is one example of how we attempted to address areas that parents identified as a
concern and use strategies that they identified as helpful when creating the shared decisionmaking tool and the supporting documents.
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Testing the Shared Decision-Making Tool
A total of 11 therapists initially agreed to participate in the larger scale test of the shared
decision-making tool. However, one therapist was not able to participate, resulting in 10
therapists working with families to implement the change. The group included seven
occupational therapists and three physical therapists who provide therapy services at five
different campuses of CCHMC. Therapists were asked to use the shared decision-making tool
with families they assessed to be in action or maintenance stages of readiness (as noted above,
this assessment occurs at every therapy visit based on the training all therapists had previously
received) and who they felt they wanted to have a discussion about a long-term plan for therapy
or initiating a break from therapy. Testing of the shared decision-making tool and supporting
documents occurred over the course of one month with 10 therapists using the tools with patients
and families.
Results from Model for Improvement Process: Study
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Figure 11. Model for improvement: Study.
Results from Follow-Up Parent Interviews
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One month after the change was implemented by therapist participants and other
interested therapists, parents of children who met the inclusion criteria during this phase of the
study were contacted to obtain their perceptions about the change that had been implemented.
These participants could be parents who had participated in the first round of interviews or
parents who had not been interviewed previously, but all participants were families that the
therapists had implemented the change with. I anticipated there may be some overlap with
parents interviewed during the first round of interviews and those interviewed during the second
round, but I believed most parents participating in the second round of interviews would be
different than those in the first round of interviews. The shared decision-making tool was meant
to be used with any family that the therapist felt was in action or maintenance and that they were
ready to have a discussion about a long-term plan for therapy or break from therapy; it was not
intended to just be used with families that had participated in the first round of interviews. I
interviewed families based on convenience, meaning that therapists involved in testing the
shared decision-making tool and supporting documents told me the names of parents for
interviews, and the 10 parents who responded first were the ones who I interviewed. Participants
once again included nine mothers and one father; all parents for these interviews were different
from those interviewed during the first round. Children were receiving therapy services at four
different locations of CCHMC. Demographics of parent participants are provided in Table 4?
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Table 4
Demographics of Parent Participants for Follow-Up Interviews
Participant

Parent

Child
Age

Gender

Diagnosis

Therapy
service(s)

Length of
time in
therapy

11

Mother

10 mos.

Male

Hydrocephalus

OT/PT

7 mos.

12

Mother

6 yrs.

Male

Autism

OT

1 yr.

13

Mother

9 mos.

Male

Brain malformations

OT/ PT

6 mos.

14

Mother

9 mos.

Female

Cerebral palsy

OT/PT

8 mos.

15

Mother

6 yrs.

Male

Autism

OT/PT

4 yrs.

16

Father

8 yrs.

Male

Cerebral palsy

OT/PT

7 ½ yrs.

17

Mother

13 yrs.

Female

Brain injury

OT/PT

2 ½ yrs.

18

Mother

4 yrs.

Female

Cerebral palsy

OT/PT

3 ½ yrs.

19

Mother

14 yrs.

Male

Brain injury

OT/PT

1 ½ yrs.

20

Mother

6 yrs.

Male

Autism

OT

4 yrs.

Note: Parents involved in this round of interviews were different from those in the first round of
interviews.
I answered any questions and obtained written consent prior to completing interviews.
These parent interviews were brief in comparison with the initial interviews, lasting between 8
to15 minutes or approximately 10 minutes each. I opened interviews with the same question
from the first round of interviews: “What is your long-term plan for your child’s therapy?”
Parents were then asked the follow-up question, “What do you recall about that conversation?” I
used reflections, questions, or clarifying comments as appropriate to gain information about their
perception of the change. I also asked parents the same closing question as the previous
interviews: “What else would be helpful for me to know regarding self-management (the therapy
home program between sessions or what you would need to do during a break from therapy)
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either specific to your situation or as we think more broadly about families bringing their child
for therapy services at Cincinnati Children’s?”
Following this round of parent interviews, the therapist participant team followed the
same process for analysis that was utilized during the first round of interviews. Therapists
individually coded transcripts and then met to review the codes and to develop clusters and
themes from the data. During this round of parent interviews, three themes emerged from the 53
unique codes identified in the transcripts. The three themes in this round of interviews were longterm planning, relationship with therapist, and considerations for taking a break from therapy.
Two themes were somewhat similar to the themes from the first round of interviews. However,
the clusters that composed each theme were generally different from those from the original
interviews. The themes that were identified during the first round of interviews were the complex
role of the parent of a child with special needs, uncertainty about the future, parent and child
relationship with the therapist, value of therapy sessions, follow through with therapy home
program activities, and factors influencing parent desire to take a break from therapy to allow for
ease of comparison to themes.
Theme 1: Long-term planning. This theme was unique when compared with the
information from the initial parent interviews. This theme was composed of five clusters of 21
total codes. The clusters included discussion about long-term goals, therapists’ understanding of
parent goals for child, team approach would be helpful, uncertainty, and a support network (such
as parent-to-parent support).
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Figure 12. Long term planning.
All interviews were opened by my asking what the parents’ long-term plan for their
child’s therapy was. As noted above, during the first round of interviews, the parents generally
did not know how to answer this question. During this second round of interviews, every parent
immediately answered my question with the exception of one parent asking me what therapy I
was referring to because her daughter’s care was so complex that she saw three occupational
therapists with different specializations at CCHMC as well as physical therapy and speech
therapy. Parents were easily able to discuss which long-term plans or goals they had for their
child. Sometimes these goals were very specific, such as engaging in a specific activity or
functional task like “playing sports with other kids” or “being able to eat and feed herself,” and
others were broader, such as “to help him to be as independent as possible, beyond just us, for
the future.”
In the clusters about discussion about long-term goals and therapist understanding the
long-term goals families had for their child, every parent identified that they talked about long-
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term goals with their child’s therapist, even if these conversations were brief. Parent Participant
14 stated she had not talked very much about long-term goals for her child with her child’s
therapist and felt that they talked more frequently about short-term goals, but not how these
shorter term goals fit into the bigger picture long-term goals. She stated the following:
I think she is aware of the long-term goals that we have, but I think there is a lot of focus
on short-term things . . . It kind of feels like we are working on something that day and
not always toward a greater goal. And maybe we are working towards a greater goal, but
we are not touching base saying because in this amount of time we want her to have
better function on this.
Other parents described their experiences discussing long-term goals saying things like, “I
remember we just had this conversation. I told her what we were looking for as far as long term,
you know in 10 years or whatever it is. . . She understands where we are wanting to go and how
to get there” (Parent Participant 11), “So she understands where we are and where we want to get
to eventually” (Parent Participant 20), and “She understands us and our goals for therapy”
(Parent Participant 16). Many parents sometimes stated that once they discussed long-term goals
with the child’s therapist, they did not need to talk about this subject at every session other than
to maybe link the short-term goal of activities in the session to the long-term goal. For example,
Parent Participant 18 talked about the benefit of talking about long-term goals, but then not
needing to revisit this subject at every therapy session stating, “I like to establish where we want
to go, but we don’t need to revisit that as long as we are getting something out of each session.”
During this round of interviews, many parents discussed how it would be helpful to have
a more coordinated approach to care or have more contact with other families in similar
situations. These ideas that were coded from the text led to the clusters that a team approach
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would be helpful and having a support network or parent-to-parent connection would be nice.
For example, when talking about the benefits of having a team approach to care, Parent
Participant 14 said, “It would be helpful to feel like there is a plan of care for cross referencing
with one another on a regular basis without me having to ask about it.” She further explained, “I
think that this is just a bigger opportunity for Cincinnati Children’s to have a more centralized
and streamlined approach to not only how they care for the patients but how they care for the
families.” Parent Participant 19 expressed similar ideas saying, “It would be nice to know that
people were meeting together to talk about him . . . if you got to the place where you had case
managers and people were meeting regularly to talk about his care.” Other parents discussed that
it would be nice for them to have support from more than just their child’s therapist or other
medical professionals. Parent Participant 15 stated this very well saying, “Getting families more
involved with one another because sometimes you feel so alone when there are so many other
kids that have these same kinds of issues, too.”
The final cluster in this theme of the long-term therapy plan was the continued idea of
uncertainty or not knowing the abilities the child is going to be capable of. For example, Parent
Participant 13 said, “Even the doctors don’t know. We really just have to wait and see what
happens because we have no idea.” Parent Participant 15 stated the concern that was voiced by
several parents about setting long term goals well. She stated the following:
We just had the conversation about long-term goals. And it is so hard to make a longterm goal when I have no idea who my child is going to be. He is not neurotypical, so he
is not going to do this at this age and that at another age. So we don’t really know what
he will be doing a year from now. It is hard to tell whether that is going to happen or not .
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. . I mean long term I would love for my child to live on his own, but it is like I don’t
want to say those things. You just don’t know.
The uncertainty that parents felt with being able to know the abilities their child may be capable
of clearly affected many of them and how they felt they were able to set long-term goals for their
child.
This theme about a long-term plan for the child was unique when compared with themes
that emerged from the first round of parent interviews. Parents were all able to voice some sort of
long-term goal or therapy plan immediately when they were asked. Some parents recalled that
they had just had these conversations with their therapists. Many parents identified additional
things that would be helpful when developing a long-term plan for the child, including having a
more coordinated, team approach to care, and having additional support beyond the health care
professionals working with the child. Finally, many parents continued to voice that there was
uncertainty with the capabilities of their child or achievements in the future, and this affected
their ability to make long-term goals for the child.
Theme 2: Relationship with therapist. This theme is similar to the theme that emerged
during the first round of interviews, although there were some differences with the items shared,
likely due to the brief nature of the interviews during the second round of interviews. This theme
was composed of four clusters from 15 codes. The clusters within this theme included open
communication with therapist, therapist is affirming, therapist knowledge and skills, and
child/family work well with therapist.
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Figure 13. Relationship with therapist.
Similar to the first round of interviews, parents during this round of interviews also
discussed the positive relationships that they had with their child’s therapist in addition to the
child’s relationship with the therapist. The first clusters involved open communication, and the
therapist giving affirmations and reassurance. Almost all parents reported that they felt that they
were able to communicate in an open and honest manner with their child’s therapist within
therapy sessions, and several reported that their child’s therapist was accessible in between
sessions as they had questions or needs arise. Parents said things like “Communication is so big”
(Parent Participant 14) and “I can talk to her and tell her short-term goals. I feel comfortable
talking to her about what our plans are for the future” (Parent Participant 11). When asked about
conversations about therapy planning and goal setting and which items most helpful, a father
(Parent Participant 16) said, “I would say accessibility. Whether it is talking to her at our next
session or being able to call her or email her with questions. It is nice to know that she is always
available. We talk all of the time.” Another mother (Parent Participant 13) said:
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Our therapist has been great with explaining how important certain things are—keeping
the communication lines open. Some medical people don’t necessarily do that. They
assume you know something so they are not forthcoming with information. The fact that
she has been very clear from the very beginning has been helpful.
Another parent (Participant 18) discussed the value of communication saying, “I think the ability
to communicate with the therapists has been the biggest things that has helped us and helped her
reach her goals . . . The really big thing for us is not how often she goes but the quality of
communication.” As parents discussed communicating with their child’s therapist, it seemed
whether the therapist was giving them “good” or “bad” news, the parents appreciated the
therapist being honest but also affirming and empowering the family. For example, Parent
Participant 19 described a discussion she had with her child’s therapist, talking about his longterm function saying, “Talking to her solidified our thoughts about where he could possibly go.
And she was so encouraging with her end of it.” Parent Participant 12 discussed the value of the
therapist “reiterating the positives” and noticing changes in the child and acknowledging
progress. Parent Participant 13 talked about how the therapist empowered them to modify home
program activities to make things work for their family. She said the following:
This is what you need to do, if you need to modify it, we can figure out ways to modify
it. If we can find different ways to do things and it is helpful, she said to just go and do it.
We don’t have to necessarily adhere to what is written on a piece of paper. Within reason,
if we can figure out any ways on our own to help him out, we could do that also. And just
being encouraging and saying you’re doing a good job.
Almost all parents during these brief interviews discussed how they felt the therapists
provided good care to their children, leading to the development of the cluster therapist
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knowledge and skills. This cluster is similar to parental reports in the first round of interviews.
Parents described their therapists’ skills saying things like “The therapists we work with are great
at what they do” (Parent Participant 14), “She is really awesome; she is just a really good
therapist” (Parent Participant 16), and “Our therapists are absolutely awesome. They do a
phenomenal job” (Parent Participant 20). The final cluster in this theme was related to both the
child and parent working well with the therapist. This cluster again was similar to the
information shared during the first round of interviews in which parents endorsed that finding
“the right therapist” was important. For example, Parent Participant 20 stated, “She teaches me
so much, too.” Parent Participant 12 discussed her experience with wanting to make sure her
child would be able to keep the same therapist saying, “Building that team up has been difficult,
and for a lot of families, it seems that you have someone your child feels comfortable with and
you as a parent feel comfortable with, you know you are on the same page. You don’t want to
lose that.” Parent Participant 15 described her experience saying, “Pairing the child with the right
therapist is so important. We have had a bad experience with another therapist at Children’s that
we had to see, but I have had nothing but a good experience with her.”
The theme relationship with the therapist is similar to the theme from the first round of
interviews. Parents discussed the importance of having a good relationship with their child’s
therapist during follow-up interviews. They described the value of open and honest
communication and the therapists providing reassurance, affirming progress, and empowering
them to work with their child at home. Parents also talked about the therapist’s knowledge and
skills and that having a therapist that both they and their child worked well with as being
important.
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Theme 3. Considerations for taking a break from therapy. This theme was composed
of 17 codes that formed four clusters. This theme had some overlap but also some unique ideas
compared with the first round of parent interviews. The clusters in this theme included practical
considerations, parent feelings about taking a break, wanting to keep the same therapist, and
follow through at home. In talking with parents across interviews, it seemed many things needed
to come together for them to feel like they were ready for their child to take a break from
therapy.

Practical
considerations

Follow
through at
home

Feelings
about a
break

Figure 14. Considerations for taking a break from therapy.
The first cluster that was somewhat different in this round of interviews was the idea of
practical considerations and timing involved with taking a break from therapy. For example,
Parent Participant 15 described that her child needed OT more in the winter when she had a
harder time meeting his sensory needs. She said, “It [a break] all depends on the time of the
season. You really just want your child to succeed.” Parents also discussed liking the idea of
gradually decreasing the frequency of therapy services instead of just stopping therapy saying
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things like, “We were coming for therapy weekly and now we are going every other week to see
how that goes” (Parent Participant 20). Parent Participant 12 talked about the plan for an
upcoming break from therapy saying, “We actually are scheduled to take a break. We were
coming weekly and dropped down to biweekly. Our therapist will be able to get us through the
end of the school year. That is helpful to us because he doesn’t receive OT at school currently.”
Parents during both rounds of interviews discussed the idea of not wanting to lose their child’s
therapist. This idea was something that seemed very important to most families and was a reason
why many parents seemed to not want to take a break from therapy because they wanted to have
the same therapist. One parent (Participant 12) described the concerns many parents stated. She
said:
I think our biggest concern is that continuity of care. With this break, when we start up
again, what does that look like? Will it be with our therapist or someone else? After that
break is over, is it going to be a new OT? That is where our stress comes in because
continuity of care has been a big concern of ours and building that team up has been
difficult and for a lot of families it seems that you have someone your child feels
comfortable with and you as a parent feel comfortable with, you know you are on the
same page, you know how that would look coming back after a break. So I think that is
where our concern is with this and how it is kind of being broken up.
Another cluster within this theme was the emotions and feelings that were associated
with taking a break from therapy. Only one parent seemed to have a negative reaction to taking a
break from therapy; other reactions during this round of interviews were more positive or neutral
about the idea of a break from therapy. For example, Parent Participant 15 said, “Once you know
what your child needs at home, a break is beneficial, and you can save money.” Parent
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participant 17 discussed how decreasing the frequency of her child’s therapy services was
challenging in the past and discussed concerns about the idea of stopping therapy for a short time
altogether. She said the following:
“I think the hardest thing there has been from us was when we went from twice a week to
once a week. It still is hard for our family to understand. I understand progress was
slowing down a little bit. For the therapist to be like progress is slowing down, why are
we slowing down therapy then? Shouldn’t we be upping it? You know, she said there are
all these studies and blah, blah, blah kinds of things, but that still to me doesn’t fly. I
think there are lots of studies on lots of things, you know. She said this is what they found
that if you take some time off for a little bit maybe you will improve again or whatever.
So yeah, she has been getting better again, but that has been one of the hardest things for
us to understand is okay well she is not doing as well and now you want to reduce her
therapies? That was a hard thing for us to wrap our minds around.”
The last cluster within this theme was the family’s ability to follow through with the
therapy home program affecting whether the families felt like they were ready to take a break
from therapy. Parents stated, “I would love to stay in therapy until he is able to do what I ask of
him” (Parent Participant 20) and “I want to continue. I want him to do things on his own. As a
parent, he doesn’t want to listen to me or sit down and do the things the therapist gives us to
work on” (Parent Participant 15). Parent Participant 16 described that following through at home
can be challenging. He said, “I think the big thing is the therapist needs to remember we have a
lot going on outside of therapy. We try to do everything that we can at home, but sometimes we
just can’t do it all.” A mother (Parent Participant 18) discussed that the number of appointments
her child had negatively affected how they were able to work with her child at home. She said,
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“With all of those appointments, it really cuts into her time at home so that we can incorporate
some of those therapies at home because she doesn’t have any time at home.” She went on to
further talk about prioritizing long-term goals and focusing on those therapies that relate to the
most important goals at the time. Parent Participant 18 stated, “So it is a good idea to have a
break from the therapy we are not as focused on but then concerning for the therapy she really
does need and is related to our priorities, especially if we are not at a point where she can take a
break. I also get concerned about getting back in so that we can fit it into our schedule.”
During the follow-up parent interviews, the conversation around taking a break from
therapy included positive-, negative-, and neutral-type comments, but there was no obvious
anger or frustration about a break from therapy with the exception of one parent who was upset
about a previous decrease in the frequency of her child’s therapy services, which differed from
the first set of parent interviews. Parents seemed to generally feel there were logistical types of
concerns that they would like to have worked out prior to taking a break from therapy, including
having control over the time of a break, gradually decreasing therapy services, and a process for
scheduling again with the same therapist. Parents discussed how their ability to follow through
with home activities was important as well as their priorities and goals as they considered
decreasing the frequency of therapy services or taking a break from therapy. As depicted in the
figure above, it seems a variety of factors need to come together in order for the parents to feel
comfortable and ready to have their child take a break from therapy. In addition to parent input,
therapists who tried using the shared decision-making tool and supporting documents were asked
to give feedback about their perception of using the tool.
Follow-Up Therapist Focus Group
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The 10 therapists that tried using the shared decision-making tool in practice provided
feedback about the usefulness of the tool in a group (therapist participant team) or in one-on-one
conversations (the other therapists who were not therapist participant team members). The
therapist feedback was overwhelmingly positive about the shared decision-making tool and
supporting documents; in particular, the therapist team seemed to really like the supplemental
document for long-term therapy planning that had a road map for them to fill out with the parent
during the session. This document has a place at the beginning in which the families put the
child’s current level of functioning and then a place at the end to write the long-term goal for
their child or family. The middle of the roadmap has boxes for the family and therapist to fill out
as they discuss which steps would be needed to progress from where the child is currently toward
the family’s goal. Therapists described all of the tools as “feeling very natural” and as “a good
conversation starter.” Some therapists discussed that while there had been several tools
developed in our division to facilitate self-management conversations, they did not really like
any of them. The most senior therapist on the team and the one who had been leading the selfmanagement initiative in our department said:
I think the beauty of the tools are that we created them here. Every other tool we have
taken from someone else and tried to turn it into ours. I think that for me is a huge aha.
We created it here based on what parents said by therapists that are actually doing this all
of the time.
One therapist who has only been in clinical practice for a little over a year described her
experience using the tools:
Making things concrete instead of just talking about it. My perception is by putting it on
paper and having something to guide us through the conversations brings things out that
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maybe we never would have brought out and also starts the conversation if the foundation
hasn’t been there. It starts the building process where we are mapping this out. How do
we get there?
Another therapist described her experience of always setting short-term goals with families but
now having conversations with them about their long-term goals for their child:
I feel like it is a helpful tool just to help get me thinking about long-term goals with these
families. I think now that we are doing these episodes of care, I am always thinking about
what are we doing in 12 weeks, and as we approach ending an episode, it is like what do
you want to work on for the next 3 months or are we good now? I was not asking
questions or having a conversation about how does this play into the bigger picture of
where we expect them to be in 5 or 10 years. So, I was not thinking about that, and this
tool is giving me a starting point to have those conversations with families.”
A therapist who had been practicing for almost a year discussed how she felt the tool was helpful
for her:
I think especially as a newer therapist that it helps me facilitate that long-term goal
setting conversation. I think before as a new therapist, I had trouble even looking at the
12 weeks and thinking about realistic goals. I really like the one with step one, step two,
step three, step four. I am a very concrete visual person, so to get to step five, the final
goal, we are going to take these baby steps, which I think helps me as a new therapist,
and I think it helps the families.
The therapists’ main hesitation with using the shared decision-making tool was that they
did not feel comfortable talking about a long-term therapy plan for the child, generally because
of a lack of knowing the child’s prognosis or long-term functioning may be. One therapist said,
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“I feel like I need more practice.” Another therapist stated well the concerns voiced by many of
the therapists:
I don’t know the answers for a long-term patient–it [the goal identified by the parent]
might take years or never be possible. That is the conversation I have been having in my
head is I just need to be open with the family and say these are my limitations, this is
what I do know, and this is where I anticipate us getting. But I have not been having
those conversations at all and just avoid it because I don’t have the right answers. It is
more about being open and honest and keeping them involved in the process while they
are coming to therapy. While we work on stuff maybe they are thinking why are we
doing this as opposed to me giving them what the small things mean for the bigger
picture.
The therapist team was also asked about their feelings to hear the voices of the parents
through this process. The team of therapists all voiced that hearing the concerns the parents had
to say really affected them and that they were taking the information they heard and making
changes in practice. One therapist explained the information she was taking away from the
parent interviews that would affect her practice:
For me, hearing what the parents have to say just validates the complexity of what they
are trying to do, how overwhelming it must be. You know we are talking to them about
things but in the process just to remember that they have a lot going on in their lives, it is
always important for us to keep that perspective. I think that is one of the big take aways
for me.
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Other therapists discussed similar benefits to hearing the information parents had to say through
this project and how she was trying to think about how to better help parents navigate the
lifelong process of having a child with a disability. She said the following:
There is a lack of continuity within OT/PT and with communicating with other
departments. I feel like I am doing patients a disservice, and they are doing all this
runaround trying to go between departments to coordinate their care, and so I feel like
hearing their voices and hearing their feedback, I am feeling very motivated to try to
figure it out. I feel like now I am feeling like it is my job to help take this on for the
parent, but it is bigger than that. I am going to need more help. Do we need something to
help with continuity of care for these involved long-term patients? How do we help
answer parent’s questions: Is my child ever going to dress himself? Is my child ever
going to feed himself? Am I going to have to take care of him for the rest of his life?
Coming in for 45 minutes of therapy and working on things but why? What is the point?
It is really good feedback to hear. But driving forward, what are the next steps, and how
do we get there?
Overall, all of the therapists involved in the study or just testing the tools felt they were helpful
and wanted to continue to use them in practice. The next step involved planning for the next
steps based upon the feedback from both parents and therapists.
Results from Model for Improvement Process: Act
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Figure 15. Model for improvement: Act.
Based on the feedback from the parent interviews and therapist feedback about the shared
decision-making tools and supporting documents, the therapist team evaluated whether we
should adopt, adapt, or abandon this change. We decided based on the positive results to move
forward with adopting this change in practice. To this end, the therapist team is planning a
systematic dissemination of the shared decision-making tools and supporting documents with a
plan to spread them to one location at a time. We will be conducting a short training during the
lunch hour with all staff at one location of CCHMC. We selected this location as the first place
to spread the tools as one of the OTs and one of the PTs from the therapist participant team work
at this location and will be able to serve as a resource for therapists who may have questions.
They will also be able to collect additional feedback from therapists and parents as we plan to
spread the tools to other locations. The training will include information about how and when the
therapist would consider using the tools in practice; it will also include a couple of case examples
about how the therapists used the tools and the impact that it had on the therapist’s conversations
with parents about a long-term therapy plan and goals. We will continue to systematically
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disseminate the use of the shared decision-making tool and supporting documents to other
locations of CCHMC where therapy services are provided while continuing to collect feedback
from parents and therapists.
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Chapter 5: Discussion
This study utilized participatory action research methods to understand parents’
perspectives about their child’s long-term therapy needs and how decisions are made about their
child’s needs for ongoing therapy or breaks from therapy. This investigator explored parents’
perception of self-management related to managing their child’s therapy needs in between
therapy sessions and in relationship to discharge planning or taking a break from therapy.
Information was utilized in this study that was provided by parent and therapist participants to
co-create a change regarding how occupational and physical therapists work with families to
establish a long-term therapy plan for children with chronic conditions. As discussed previously,
there is no evidence available at this time regarding dosing (the frequency and duration that
therapy services should be provided) to help maximize the outcomes of therapy for children with
chronic conditions. Therefore, the decision to discharge a child from therapy or take a break
from ongoing therapy services is based on the discretion of the therapist ideally with input from
the patient/family.
At Cincinnati Children’s Hospital Medical Center, the location for this study, children
with chronic conditions often remain in therapy for years with no change in the frequency of
their services or a break from therapy. Additionally, at CCHMC, there is currently no criteria for
re-evaluation or reassessment to ensure that the child is making progress in therapy or that the
family’s goals are being addressed throughout therapy intervention. All of these factors have
contributed to problems with access to therapy services, scheduling, applying the appropriate
model of therapy for each child, and determining the effectiveness of therapy services.
Divisional leadership recognized these problems and implemented several programs and
processes to try to address these issues.
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Initially, therapists were required to attend a self-management training program, which
focused on teaching strategies to enhance collaboration with patients and families, such as using
techniques from motivational interviewing and coaching strategies in therapy practice. This
program’s success was largely dependent on the therapist’s motivation to take these learned
strategies and implement them in practice. While some therapists reported improvements with
collaborating with families and feeling more prepared to help families with developing selfmanagement skills, many therapists continued providing therapy services the same way they had
prior to the training. Since their initial self-management training, therapists have attended a
variety of additional educational sessions to reinforce these strategies and to highlight the
evidence supporting the use coaching and motivational interviewing in practice. Again, these
educational sessions produced no changes in the length of waiting lists for therapy services and
no changes in parent satisfaction as evidenced on hospital-wide surveys.
At CCHMC, all outpatient pediatric occupational and physical therapists are currently
required to use the Canadian Occupational Performance Measure (Law et al., 2000) when
initiating treatment with a child regardless of the child’s diagnosis. In this way, the parents are
able to identify short-term goals for the child’s therapy (generally goals they would like to see
their child achieve during a three-month period of time). Parents provide a rating of the child’s
current level of performance and satisfaction with performance on the COPM. Therapists have
also been advised to use the COPM to reassess progress toward established goals and to facilitate
the development of additional patient/parent driven goals, but there is no standard for how often
reassessment should occur. A review of patient electronic medical records showed that initial
assessment and goal setting with the parent was high (almost 90% of outpatient visits) but
reassessment and follow-up of parent perception of progress toward goals was low (less than
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20% completion), which means that while therapists are initially establishing goals based upon
child or family identified priorities for therapy, they are not generally continually monitoring
parent perception of progress toward therapy goals or following up in a systematic way about
ongoing goals for therapy.
As discussed in Chapter 1, leaders in the Division of Occupational and Physical Therapy
mandated a new practice in scheduling in January 2017 in which children could only be
scheduled for therapy in short blocks of time (for a maximum of 4 months consecutively) in
order to improve access to therapy services and decrease waiting lists for therapy. The
development of this study began prior to the implementation of these scheduling changes. When
I learned of these scheduling changes, I was worried that this study would no longer be as
meaningful for our department because the scheduling changes would have addressed some of
the issues. After speaking with families and seeing the impact of some of these changes in our
department, I believe the opposite is true. I believe this study could not have come at a better
time to involve families in decisions around self-management, particularly related to long-term
therapy planning for children with chronic conditions, and deciding if and when it is appropriate
for the child to take a break from therapy. Both parents and therapists felt dissatisfaction with
these scheduling changes, and while it probably would have been optimal to do this study prior
to implementing the scheduling change, I believe this study came at a critical time for our
division and is invaluable because it involved both parents and therapists in a discussion about
that actions our division could be doing better in the area of self-management and planning
breaks from therapy.
Participatory action research was an ideal fit for this research study. Previous efforts to
promote the therapist’s ability to support families to develop self-management skills and the
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scheduling changes were not effective in addressing the challenges that were being experienced
regarding scheduling or having children seen for therapy at an optimal frequency for the right
length of time. It became an ideal time to involve parents and therapists in order to understand
what changes could be made to improve self-management support provided during therapy
sessions and ultimately the decision of when it is appropriate to take a break or even be
discharged from therapy services.
During this study, results from the first round of parent interviews were used to drive the
decision for which action should be taken. When exploring parents’ perception of selfmanagement as it related to managing their child’s therapy needs in between therapy sessions
and taking a break from therapy during the initial group of parent interviews, parents reported
several strengths/things they felt were going well related to the therapy process for their children.
These positive areas included an understanding of their role and the role of the therapist in
managing their child’s condition, the relationship and bond they felt they/their child had with the
therapist, the collaborative discussions they had with their child’s therapist about their short-term
goals for therapy and things that the therapist did to support their ability to complete therapy
activities at home. However, parents reported concerns related to self-management. Specifically,
parents did not know what was meant by a long-term therapy plan or were unable to identify a
long-term plan or goals for their child; almost all parents had negative emotions and reactions to
the idea of taking a break from therapy. The action taken in this study and subsequent analysis of
its impact were focused on these areas that were identified as problematic during the initial
parent interviews. Results from this study validated much of the discussion the literature in
Chapter 2. In addition, there are results that provide information that has not yet been discussed
in the literature.
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Discussion, Interpretation of Results, and Literature Review
Discussion: Step 1: Plan
Therapist focus group. The initial therapist focus group was a very engaging meeting
with the six therapist participants. The therapists offered their insights as to why they felt
families might be having a hard time taking a break from ongoing therapy services and how they
felt they should be doing differently in regard to providing self-management support and
preparing families for a break from therapy. Overall, the therapist team seemed to have some
good self-awareness and recognized that they might be doing things that could be negatively
influencing the family’s self-management abilities and readiness or desire to take a break from
therapy as opposed to putting all of the responsibility for these challenges on families. Many of
the ideas shared by therapists were also mentioned during parent interviews and will be
discussed in relationship to the themes that emerged from parent interviews in addition to
relevant literature in each area.
Theme 1: Complex role of the parent of a child with special needs. One area that was
not discussed by therapists during the focus group but was brought up frequently in parent
interviews was the increased stress and challenge of raising a child with special needs. The
therapists felt that perhaps parents were experiencing grief or a lack of confidence in their
abilities, but the information parents shared during the interviews was much more complex this
and involved things like external pressure, stress, the time and resources needed to manage all of
their child’s needs, and how many additional things they had to do as a parent because their child
had special needs. In this theme, parents said, “We have a lot of pressure on us as parents of
children with special needs” and “Sometimes we feel like we can never do enough as parents of
a child with special needs.”
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The findings of this study were supported by current literature regarding the experiences
of parents of children with special needs (Burke & Hodapp, 2014; Hamilton, Mazzucchelli, &
Sanders, 2014; Hsaio, 2017; Hubert, 2010). The idea that parents of children with a disability
have increased stress is something pediatric therapists should keep in mind when delivering
intervention, given the prevalence of this concept occurring in parent interviews and in the
literature. Emotional management is identified as one of the three key areas necessary for
effective self-management of a condition (Lorig & Holman, 2003). While it is not within the
scope of occupational therapy practice to provide any sort of formal psychology services or
counseling, I believe occupational therapists can use strategies discussed in Chapter 2, such as
being empathetic, partnering with the family, listening to their feelings, and using a strengthsbased approach in therapy (as opposed to focusing only on the deficits or the activities the child
cannot do) to improve the child’s functioning and enhance the family’s well-being. Additionally,
occupational therapists can recognize if the child or parent is struggling with stress or other
emotions and recommend a referral to a counselor or psychologist or help the family identify
appropriate support groups and resources.
Parental stress has also been linked to parenting effectiveness and outcomes for children
with disabilities and their families (Ben-Sasson, Soto, Martinez-Pedraza, & Carter, 2013;
Zablotsky, Bradshaw, & Stuart, 2013). Occupational therapists need to consider parental stress
levels and the impact this increased stress may have on the parent, child, and entire family. Hsaio
(2017) outlined practical steps that health care practitioners can utilize to help parents of children
with disabilities, including managing the child’s problematic behaviors, assisting the parent with
developing positive coping strategies, and helping parents develop a support network outside of
their families. These strategies fit well within the scope of occupational therapy practice.
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Occupational therapists have a strong understanding of behavior and the strategies necessary for
managing challenging behaviors, and occupational therapist are also strong in task analysis and
understanding how to adapt or work with a person to support their participation in activities.
Task-oriented coping (Hsaio, 2017) is a strategy that occupational therapists can use more
intentionally when working with families to proactively problem solve strategies for how
families will handle challenging situations when they arise for their family or child. Occupational
therapists should also be intentional in helping families to locate support networks and resources
so that they are able to better handle stress.
Theme 2: Uncertainty about the future. During the therapist focus group, therapists
identified parent difficulty with seeing the big picture or setting realistic expectations for their
child as reasons why families may be resistant to the idea of taking a break from therapy.
Therapists acknowledged that they did not do well helping families set realistic expectations at
the start of therapy, including how long a child would need to be in therapy or the concept of
breaks from therapy. The concept of not knowing the expectations in terms of their child’s
abilities came across in the majority of parent interviews. For example, one parent stated, “We
are always worrying what he is capable of and what he’s not capable of” and “It seems like a lot
of families are open-ended and not sure about the future. And so, having something in place to
help us deal with the future with what that may look like for a kid like him would be helpful.”
During the first round of parent interviews, parents generally could not articulate a long-term
vision of which therapy they would like for their child, and when asked what their long-term
plan was for therapy for their child, parents made statements, such as “Well I’m not 100% sure
what that is.” It was clear following the therapist focus group and analysis of parent interviews
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that there was little if any conversation occurring between parents and therapists about a longterm plan for therapy.
When parents discussed how they would know it was time for a break from therapy, they
often stated that their child would likely always need therapy or it would be when their child’s
skills reached an age appropriate level, saying, “If he is doing age appropriate activities and
having more age appropriate abilities, then we would certainly start seeing less of the therapist.”
These comments bring to light the need for therapists to have discussions that help the family
develop realistic expectations for their child. If the family is waiting for the child to reach an age
appropriate level to take a break from therapy and reaching an age appropriate skill level may or
may not be realistic, parents may likely be resistant to the idea of taking a break from therapy.
Regardless of diagnosis, it is well documented that a child with a diagnosis, such as autism,
cerebral palsy, or Down syndrome, will have skills that are below his/her typically developing
peers at least in some areas. It creates an interesting challenge for therapists because how do they
provide family-centered and empathetic care while helping the family to set realistic expectations
for their child, especially when the prognosis is not known, or be prepared for a break from
therapy even if their child’s skills are not at the level of their same-aged peers? The answer to
this question has profound ramifications for therapists working with children with chronic
conditions. Concepts about strategies for enhancing collaboration with families that were
discussed in Chapter 2 and ethical responsibilities of occupational therapists are important to
discuss in relationship to this question.
In searching the literature for how health care professionals have these types of
challenging conversations with patients and families, several topics are important for discussion.
The first is the importance of having these conversations and how occupational therapists are
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required to go about this from an ethical perspective. The AOTA Code of Ethics (AOTA, 2015)
has principles and standards of conduct that are required to be executed by all occupational
therapy practitioners. The principles of beneficence, autonomy, and veracity (AOTA, 2015) are
particularly important to consider in relationship to some of the issues related to selfmanagement and planning breaks from therapy that were identified in this study. Beneficence
refers to the concern occupational therapy practitioners exhibit related to the welfare and safety
of those receiving their services with a related core standard stating that occupational therapy
practitioners are ethically required to, “Terminate occupational therapy services in collaboration
with the service recipient or responsible party when the services are no longer beneficial”
(AOTA, 2015, p. 2). The principle of autonomy ensures that occupational therapy practitioners
value the self-determination of their clients and includes core standards of respecting and
honoring the wishes of those receiving OT services and fully disclosing information about
interventions (AOTA, 2015). Veracity requires occupational therapy practitioners to provide
comprehensive information in an honest manner while considering how disclosure may affect
outcomes (AOTA, 2015). In a case study, Delany and Galvin (2013) discussed ethical
considerations related to collaborating with families and shared decision making in pediatric
occupational therapy. Occupational therapists have professional responsibilities for having these
types of challenging conversations with families while balancing how much the family may be
ready to hear or discuss in relationship to taking a break from ongoing therapy.
Another important consideration when thinking about having conversations with the
family relates back to concepts discussed in Chapter 2. Discussions regarding prognosis and how
that may affect the long-term therapy plan will likely be challenging conversations for
occupational therapists to have with families of children with chronic conditions, but from an
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ethical perspective, occupational therapists need to have these types of conversations with
families while respecting the child’s and family’s needs and values. It will be beneficial for
occupational therapists to utilize strategies, such as coaching, motivational interviewing, familycentered care principles, and consider the family’s stage of readiness when having these
conversations with families. If occupational therapists utilize these strategies for enhancing
collaboration it will improve their ability to have these challenging conversations with families.
Theme 3: Parent and child relationship with the therapist. During this study, parents
universally supported the idea therapists had shared during the focus group about not wanting to
lose “their” therapist (risking that their child may have to see a different therapist) if the child
took a break from therapy. Parents reported just the idea of losing “their therapist” was stressful.
Therapists also discussed that parents likely were resistant to the idea of taking a break from
therapy because they did not want to lose the person they checked in with regularly and whose
opinion they trusted; therapists did not discuss the idea of having the “right” therapist so much as
having a therapist to check in with regularly. While there were not any articles specifically about
consistency of care related to therapists and the relationship with children with special needs and
their families, Ebert (2018) studied the clinician-client relationship in speech-language therapy
for children and showed some similar findings about the child and speech therapists’ bond.
Specifically, Ebert (2018) reported the speech-language pathologist acting as a partner, the child
liking the speech pathologist, and trust in the speech pathologist as things that positively affected
the child and speech pathologist’s bond. This information about the bond between the speech
pathologist and child is similar to the findings reported in the dissertation study although Ebert
(2018) did not report that parents felt a strong bond with their child’s therapist as was reported
by parents in this study.
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When searching the literature to explain the value parents placed on not “losing” their
child’s therapist, the concept of therapeutic use of self is relevant to discuss. Therapeutic use of
self refers to how the therapist uses his/her personality, insight, and perception during
interactions with clients as part of the therapeutic process (Punwar & Peloquin, 2000). It seemed
that parents feeling they had the right therapist to work with their family, not just any therapist,
was an incredibly important consideration for the parent. There is support in the literature for the
value occupational therapists placed on therapeutic use of self with over 80% of occupational
therapists surveyed saying that therapeutic use of self was the most important skill in their
practice and over 90% perceiving a direct link between their relationship with clients and their
client’s subsequent occupational engagement (Taylor, Lee, Kielhofner, & Ketkar, 2009). Solman
and Clouston (2016) opined that given the central role therapeutic use of self plays in the
occupational therapy profession that more attention should be paid to it in both occupational
therapy education and research. This concept seems to be an important one to continue to
research given the strong feelings parents had about the relationship they had with their child’s
therapist and needing “the right” therapist to work with their child as well as occupational
therapist’s perception that therapeutic use of self is their most important skill and influences
client outcomes.
Theme 4: Value of therapy sessions. One idea that all therapist participants expressed
during the focus group was that parents have a mentality that therapy would “fix” things and felt
that the child needed the space or equipment that is available in a therapy setting that the parents
would not have access to at home. The therapist participants also discussed that they felt parents
wanted to continue ongoing therapy so that they could have regular check-ins with a health care
provider. Contrary to the perceptions of therapist participants that may be a barrier to families
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wanting to take a break from therapy, none of the parents interviewed had an unrealistic view of
their role and the therapist’s role in managing the child’s care. Not one parent reported that they
brought their child to therapy for the therapist to “fix” things.
The information reported during the interviews was actually contrary to this idea. In this
group of highly activated parents, all of the parents discussed the importance of working with
their child at home, saying things like “we are the primary” or “they can’t work miracles in that
one session, so my expectations are mostly that I bring him and watch what they are doing, and
they give me ideas for things that I can carryover at home.” All the parents who were
interviewed felt the therapist helped them to know which activities to work on with their child at
home, but they knew that therapy alone would not be enough to help their child to make
progress. It is noted that families in this study were in action and maintenance stages, which may
have influenced their perceptions of their role in completing therapy with their child at home.
Parents who are in these phases tend to complete important activities that are necessary for the
effective management of their child’s condition as it relates to therapy with their children at
home. The finding that this group of highly activated parents viewed themselves as primarily
responsible for the management of their child’s condition were the expectations I had anticipated
given the fact that only parents perceived to be in action or maintenance participated in the study.
I would anticipate that parents who were not as highly activated may have a different perception
of their role versus the therapist’s role in managing the child’s condition. Parents at lower stages
of readiness may have the perception that the therapist will be able to “fix things” without work
with the child at home in between therapy sessions. Further exploration is warranted with parents
in lower stages of readiness to determine their perceptions regarding the role of the parent and
the role of the therapist in managing a child’s chronic condition.
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All parents interviewed reported value in therapy sessions and endorsed the need for
routine check-ins with the therapist to ensure they were staying on track with completing therapy
activities with their child at home. Parents said, “I really like our routine; it keeps me on track”
and “I do find that having that appointment holds me accountable.” While not specific to
therapy, there is support in the literature that having regular, scheduled follow-up with health
care professionals is important for developing self-management skills and for maintaining follow
through with self-management tasks at home (Brand, Klok, & Kaptein, 2013; DiMatteo,
Haskard-Zolnierek, & Martin, 2012; Hederos, Janson, & Hedlin, 2009; Kuethe, Vaessen,
Verberne, Bindels, & VanAalderen, 2010). It is important for occupational therapists to consider
in relationship to a break from therapy and the benefits to scheduling some sort of brief check-in
with families even during breaks from therapy to see how things are going and make sure the
family is staying on track with self-management tasks and therapy home program activities.
Given that there is no literature about how often these follow-up appointments should occur or
how a gradual step down plan to a break from ongoing services may work, it is important for
therapists to utilize a collaborative approach with families when making decisions about a break
or changing the frequency of therapy services and allow the family the opportunity to discuss the
activities they feel will be best for their family (Boxer & Snyder, 2009).
It was clear throughout parent interviews that their child’s condition affected the child,
parent, and the entire family. During interviews for this study, parents seemed to mostly view
their child’s therapy sessions as beneficial for them and their learning so that they knew how to
teach their child, work with their child, and structure or adapt tasks in order for their child to be
successful. There is support for the role of the occupational therapists in providing education to
parents (ACOTE, 2011; Graham, Rodger, & Ziviani, 2015). Occupational therapists should
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consider how they are providing education about therapy home program activities during
sessions. Novak and colleagues have published numerous studies related to the effectiveness of
occupational therapy home programs. Novak and Berry (2014) outlined steps that occupational
therapists can utilize to develop effective therapy home programs, including establishing a
collaborative relationship with the family in which the parent is the valued as the expert,
allowing the child and family to set the goal(s) about the activities they want to work on at home,
developing the home program by selecting evidence-based interventions that meet the family’s
needs, providing support and coaching regularly to determine if the home program is working
and to adjust the home program, and evaluating the effectiveness of the therapy home program
with the family. Given the value parents placed on learning the action to take with their child at
home during therapy sessions, occupational therapists should ensure therapy sessions contain
these educational opportunities for parents and follow the steps outlined by Novak and Berry
(2014) for developing and evaluating the effectiveness of occupational therapy home programs.
Theme 5: Follow through with therapy home program activities. During parent
interviews, parents reported both supports and barriers to being able to follow through with the
therapy home program. While specific intervention models or theories were not discussed with
parents within the context of this study, it is important to revisit these ideas that provided a basis
for this study. The results of this study indicated that the person-environment-occupation model
and eco-cultural theory of family accommodation continue to be pertinent models and theories
for occupational therapists to base their practice on when working with children with chronic
conditions and their families. Both the PEO model (Law et al., 1996) and eco-cultural theory of
family accommodation (Gallimore et al., 1989) are a helpful foundation for occupational
therapists to utilize to build their understanding of not just the child but the family situation and
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dynamics in order to understand which factors may be contributing positively or negatively to
the child and family being able to follow through with therapy home program activities. For
example, the PEO model (Law et al., 1996) seems particularly relevant to consider in the context
of therapy home programs with parents reporting their child may or may not work well with
certain people, would participate in certain activities at home but not others, or would work on
tasks if they were structured in a particular way. During interviews, parents reported, “He
doesn’t let me do the same things with him that he would a third party. We fight about doing
everything” and “Honestly, at the end of the day, they may get him to do something in therapy
and then he will come home and not want to do it at all.” The ecocultural theory of family
accommodation was evident in discussions with parents regarding therapy home programs as
well as including the importance of having the right setting for the activity and the appropriate
supports in place so that the child was able to be successful with the activity at home. For
example, parents noted important factors influencing their ability to do home program activities,
including pulling the child aside to complete activities away from the rest of the family or just
working on home program activities for a few minutes several times throughout the day. Novak
and Berry (2014) discussed that therapy home programs should be focused on goals identified by
the family and that match the family’s preferences and routine. Therapists should consider these
types of factors when working with families to develop therapy home programs.
During parent interviews, parents seemed to feel that their therapist generally
collaborated with them regarding the therapy home program and considered their family’s needs
and goals for therapy when selecting therapy home program activities saying things like “She
knows our family dynamics and that affects what she gives us to work on.” This sentiment is in
line with the steps laid out by Novak and Berry (2014) and principles in coaching and family-
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centered care. Parents reported improvements with following through with therapy home
program activities when they were written down for them; if their therapist did not write things
down for them, parents reported that they wished their therapist would write things down.
Parents shared things like “In the last two minutes the therapist types out some home
programming for us. That has worked really, really well.” and “The OT will type out something
every week, which is nice because you can be overwhelmed with the information because you
cover a lot. So, I feel like sometimes you can be overwhelmed, so at the end she will type out
something really quickly. . . I can review it and remind myself because I feel like I could forget
things if she wouldn’t do that. I think I would forget things, so I like how she writes things
down.” Other parents stated, “Some people print off instructions. It might be nice to have the
information on paper.” and “Maybe more of a structured bullet point report or paper of the things
we are working on would be helpful–something that parents can visually reference.”
When searching the literature regarding the value of having a written therapy home
program, I was unable to locate any information specific to therapy. However, a systematic
reviewed demonstrated improved adherence in children with asthma when using written action
plans (Zemek, Bhogal, & Ducharme, 2008); written action plans are similar to therapy home
programs in that they are written documents that explain the self-management tasks to be
completed at home. Another more current systematic review showed benefit for the use of
written action plans when the needs of the user (i.e., parents) were satisfied through the written
action plan and when parents were more confident in their role in self-management of the child’s
condition (Waldecker, Malpass, King, & Ridd, 2018). Written action plans become an important
consideration for occupational therapists because although a written action plan/written home
program may seem like a good idea for every patient and family, the therapists should ensure
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that they are providing therapy home programs that are consistent with the needs of the parent in
terms of learning style and with the parent’s confidence while considering which activities work
with the family’s routine. Parents in this study consistently reported value to having written
therapy home program activities, but not all families may want a written home program,
especially those who may not be as activated and confident in managing their child’s condition.
Theme 6: Factors influencing parent desire to take a break from therapy. When
discussing a break from therapy, some ideas parents shared were similar to the perceptions of the
therapists, which were reasons why parents had negative feelings about the idea of taking a break
from therapy, including feeling that the child regresses during a break from therapy. Parents
shared concerns including “He has definitely regressed, which is why it makes it hard.” “You
can definitely see a difference when he is going to regular therapy. I can see it; my wife can see
it. We can see that it is definitely important for him and his development.” and “We have taken
breaks, not by choice, like when she [the therapist] had a baby. And it always seems like he starts
to slide.” As discussed above, there is literature to support the value of follow-up appointments
with health care providers to ensure families are continuing to follow through with selfmanagement tasks (Brand, Klok, & Kaptein, 2013; DiMatteo, Haskard-Zolnierek, & Martin,
2012; Hederos, Janson, & Hedlin, 2009; Kuethe, Vaessen, Verberne, Bindels, & VanAalderen,
2010). There were no specific guidelines for how often these check-in appointments should
occur, and none of the researchers were specific to therapy. At this time, it seems a plan for
follow-up with families during a break from therapy should occur based on parent preference for
timing of follow-up and method for follow-up (in person appointment, email, telephone call,
etc.)
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A few parents reported other considerations that influenced their decision to want to
continue therapy services, such as financial reasons when therapy was essentially “free” for them
in that they had reached a deductible or had additional grant funding or that stopping ongoing
therapy would save their family time and money. These types of considerations again are used to
support the use of the ecocultural theory of family accommodation (Gallimore et al., 1989) when
considering a long-term therapy plan for the child.
During the parent interviews, all 10 parents discussed that they felt that they were a part
of the team in their child’s care, their child’s therapist considered their ideas, and they
collaborated with their child’s therapist in most aspects of the child’s care (including setting
short-term goals and when developing a home program) with the exception of planning for
taking a break from therapy services. During parent interviews, another relatively consistent
finding emerged during the first round of interviews with eight of the 10 parents stating that they
felt their child would always need to be in therapy or that they could not foresee a time that their
child would take a break from therapy. They stated, “I think in general he is always going to
need some sort of therapy,” “I think that therapy is going to continue on until he is an adult
honestly,” “There may not be a stopping point or end point,” and “We don’t know as far as
where he is with his diagnosis if he will ever not need the therapies.” There were only two
parents in the first round of interviews that discussed having a level of comfort with taking a
break from therapy. One of these was the mother of the child who did not yet have a formal
diagnosis, and she seemed more focused on skill development (such as the development of
specific fine motor skills) as opposed to big picture or long-term goals. The other mother who
was preparing for her child to take a break from therapy described how she felt comfortable with
the decision to take a break from therapy after months and months of careful consideration with
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her team, including both the therapists and the doctor. This mother seemed to genuinely feel that
the decision to take a break was made by her along with her daughter’s medical team, not that
the decision was made for her. Another mother felt that she was given the opportunity to decide
that she did not want to take a break from therapy after initially feeling that a break was being
forced on her.
The remaining parents all seemed to feel very negatively about a break and that the break
from therapy was being dictated to them by new scheduling practices at CCHMC that their
therapists had to abide by. Many parents voiced their anger and upset with the new scheduling
process and feeling like they were being forced to take a break because of “a new policy.” They
reported, “I don’t really think it is her choice.” “I felt like it was more of a procedural thing, you
know, like a business thing.” “I kind of felt that it is not the therapist’s choice, the break, that it
was being pushed on them.” “I know there are scheduling issues and I understand that. As a
parent to sit there and say there are these scheduling issues but he is making progress with his
therapy and now we are going to just stop and come back. I don’t like it at all.” It was not within
the scope of this study to go back and ask the therapists their perception of how they felt the
conversations unfolded about the family taking a break from ongoing therapy, if the therapist felt
a break from therapy would be beneficial for the child, or if they just felt like it was being
dictated by the scheduling changes at CCHMC.
During initial parent interviews, the negative feelings most families had toward the idea
of a break was evident as discussed above with parents saying, “No. I don’t really like the idea of
a break at all. I will be totally honest with you. This is something that I am very against.” There
is support in the literature for the idea that parents of children with special needs feel they need
to advocate for services for their child. There is some rich information in the literature about the
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experience parents of children with disabilities face in regard for obtaining the services they felt
their children needed. In a qualitative study, Ryan and Quinlan (2018) explored parent
perception of collaboration with education staff members, and they identified themes
highlighting the lack of collaboration parents felt with their child’s education team, including an
“us versus them” mentality and a lack of child/family centeredness. A survey of parents of
children with autism reported that one of the parents’ top three concerns was being able to have
continuous access to support services for their child, not just having access to services when they
were in times of crisis (Brown, Ouellette, Kuntz, Hunter, Kelley, & Cobigo, 2012). When
considering these ideas in the context of this study’s findings, parents seemed to feel that their
child was losing therapy services that they felt were in their child’s best interest due to a
scheduling policy change. This perception made them feel angry, upset, and sometimes that they
had to “fight” that decision. There are issues that our division and the OT profession should
consider when reflecting on parent perception of taking a taking a break from therapy services.
Given the generally negative parental response to the idea of taking a break from therapy
in comparison with the mother who felt comfortable with the idea of a break, therapists can glean
important information to help them when thinking about having conversations about stopping
ongoing therapy services. The most important concepts that seemed to promote parent comfort
with the decision to take a break from therapy were feeling that they had control over the
decision to take a break from therapy and that the decision was ultimately made by the parent
with input from a team that the parent trusted. This idea makes sense within the context of
family-centered care and shared decision making. In family-centered care, the parents are
respected and valued for their expertise in knowing their child and family situation and the
activities that will or will not work for their family (Institute for Patient and Family-Centered
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Care, 2017; MacKean et al., 2005). With shared decision making, conversations are collaborative
and decisions are ultimately made by patients and families (Barry & Edgman-Levitan, 2012;
Mayo Clinic, n.d.), not the health care professionals. Results of the first round of parent
interviews regarding perceptions of taking a break from therapy demonstrates a lack of familycentered care and shared decision making. It is important for therapists to keep these concepts
and principles in the forefront of their thinking throughout therapy intervention with children
with chronic conditions because when parents feel that they were involved in the discussion
about taking a break and when all members of the team were in agreement about the benefits of
taking a break from therapy parents felt more comfortable and confident with the plan for taking
a break from therapy.
Discussion: Step 2: Do
Shared decision-making tool. The result of parent interviews and input was the
development of a shared decision-making tool by the therapist participant team. The shared
decision-making tool and supporting documents were ultimately developed due to families
having different priorities identified on the digital survey, leading to the therapist team feeling
that there was not a single specific area in which we would target the change. Instead, the
therapist participant team developed the tool to allow families to choose the topic, if anything,
they wanted to talk with their child’s therapist about in regard to long-term goals or a therapy
plan for their child.
Although the concepts of shared decision making and the use of shared decision-making
tools were not identified during the initial literature search for this study, the concepts are clearly
relevant for inclusion here. There is information in the literature to support the use of shared
decision making in health care and resources, including online information and courses available
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for health care professionals. In a fairly recent systematic review, Stacey et al. (2014) found that
the use of shared decision-making tools/aids led to increased patient knowledge, decisions that
were more consistent with the patient’s values, less decisional conflict for patients, and a
decrease in patients being passive in their care or being undecided about their treatment options.
Additionally, as noted in the literature review, implementing family-centered care continues to
be a challenge in health care settings. The use of shared decision-making tools is an evidencebased strategy that health care professionals can utilize to involve patients and families in
important conversations about their medical care and to emphasize the patient’s/family’s role in
making informed decisions about their medical care. Barry and Edgman-Levitan (2012) stated:
Although talk about patient-centered care is ubiquitous in modern health care, one of the
greatest challenges of turning the rhetoric into reality continues to be routinely engaging
patients in decision making. To successfully address this critical component of quality
and safety, we must break down critical barriers between clinicians and patients. Patients
should be educated about the essential role they play in decision making and be given
effective tools to help them understand their options and the consequences of their
decisions. They should also receive the emotional support they need to express their
values and preferences and be able to ask questions without censure from their clinicians.
(p. 781)
The shared decision-making tool we developed for use in therapy is meant to improve the
therapist’s ability to have a collaborative conversation with parents about which items are
important to them regarding their long-term goals and plans for their child’s therapy. It opens
with a statement about the complexity of managing a child’s needs throughout the child’s
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lifetime. There is further discussion about the concepts of episodic care or the idea of periods of
therapy and breaks from therapy.
When thinking about a break from therapy, there are many things to consider. Families
often have concerns when thinking about taking a break from therapy given the lifelong
nature of their child’s condition. These are some things that families have reported
concern them when thinking about a break from therapy. Which, if any of these things, is
something that you think might be helpful to discuss with your therapist?
Families are able to select from options that were indicated as problems during parent interviews.
These options include a long-term therapy plan for the child, expectations or a long-term
prognosis for the child, ideas for improving follow through with therapy home program
activities, information about therapy episodes or breaks from therapy, or other (with an area for
the family to write what would be helpful for them to discuss with their child’s therapist).
The shared decision-making tool and supporting documents were born out of the work of
this project involving both parents and therapists. While the therapist team anticipated we would
be testing an intervention to target a specific area that had been identified in the interviews, we
realized given the divided responses with the items parents identified would be important to them
that we need to develop something more comprehensive. With the shared decision-making tool,
parents are able to select the topics they want to discuss with their child’s therapist. The parent
and therapist are able to then have a collaborative conversation about the parent’s identified
priority. Collaborative discussions are necessary in health care settings. The Mayo Clinic Shared
Decision Making National Resource Center has helpful information to put this into context:
Patients and clinicians have different expertise when it comes to making consequential
clinical decisions. While clinicians know information about the disease, tests and
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treatments, the patient knows information about their body, their circumstances, their
goals for life and healthcare. It is only collaborating on making decisions together that
the ideal of evidence-based medicine can come true. (Mayo Clinic, n.d., para. 3).
As therapists, we need to ensure the services we are providing are consistent with the expertise,
experiences, and values of patients and their families. The shared decision-making tool is one
method we can utilize to have more collaborative conversations in practice regarding long-term
therapy plans for children with chronic conditions.
Adult learning. Pediatric therapists have a lot to consider when providing interventions,
including collaboration with families and the complex role of parents of children with special
needs. Occupational therapists need to be intentional in utilizing methods for effectively
engaging parents of children with chronic conditions. There is a suggestion in the literature that it
is beneficial for pediatric therapists to consider parents of children with developmental
disabilities as adult learners during interactions with the parent even beyond traditional education
activities that occur during therapy intervention (Hurtubise & Carpenter, 2017). Malcolm
Knowles (1984) initially described adult learning, and others have gone on to explain its key
principles, including that adult learning is self-directed, utilizes previous experiences, is goaloriented, is based on relevancy, is maximized through practicality, and is best when it is
collaborative and the learner is respected (Pullaguria, 2014).
The shared decision-making tool presents information to families in a manner that is
consistent with adult learning principles. While the tool is not necessarily an educational tool, it
is meant to enhance the collaborative interactions between the parent of a child with a disability
and the child’s therapist to involve families in making decisions regarding their child’s
healthcare (Mayo Clinic, n.d.). By design, the tool includes a self-directed element by which the
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parent lets his/her child’s therapist know which topics, if anything, might be helpful to discuss or
plan with the child’s therapist. It is meant to serve as a practical resource for both the parent and
therapist to draw on any occurrences with the child and family. The shared decision-making tool
and supporting documents are goal oriented and meant to be customized to the individual
family’s situation. Finally, the shared decision-making tool is meant to facilitate a collaborative
conversation between the parent and the therapist regarding long-term plans for the child’s
therapy and a potential break from ongoing therapy services.
This tool was reported to be helpful by parents and therapists that trialed the use of the
shared decision-making tool in clinical practice during this study. Therapists reported that it was
helpful to have something that helped them start the conversation with the parent about a longterm plan for therapy and possible break from therapy. They reported value in having a tool that
helped them to think about which steps would be necessary to help the parent and child to
achieve their long-term goal, although some reported that they felt underprepared to have
conversations about long-term goals. Parents reported remembering the tool was helpful during
some interviews and were able to easily discuss a long-term plan for therapy; however, during
the initial interviews, parents had difficulty with long-term planning and a possible break from
therapy, providing further support for the usefulness of the shared decision-making tool to
support collaborative conversations about a long-term therapy plan and breaks from therapy. I
think that the tool was perceived as helpful given the fact that the shared decision-making tool
and supporting documents were not developed by management or leadership who were not
having these challenging conversations with families but instead were developed through parent
input from interviews by therapists involved in these challenging conversations. The shared
decision-making tool and supporting documents were generated from the lived experiences
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shared by therapists that work with children with chronic conditions and their families and the
parents of children receiving therapy services at CCHMC.
Discussion: Step 3: Study
Comparison of Preparent and Postparent Interviews. When reviewing the
information shared by parents during interviews that were conducted prior to the implementation
of the shared decision-making tool and following the change, there were many similarities but
also several differences. Parents in both groups seemed to feel a strong bond and relationship
with their child’s therapist, they valued therapy sessions, and felt strongly about their role in
following through with therapy activities with their child at home. Parents also reported many
complex tasks and roles that they were involved in and the amount of time and coordination it
took for them to be able to manage all of their child’s appointments and needs.
There were two very noticeable differences between the first and second round of
interviews. First, the opening question during all the parent interviews was asking them to
discuss a long-term plan for their child’s therapy. During the first round of interviews, not one
parent was able to just answer this question without asking me to clarify questions about the
meaning of the question. During the follow-up interviews, every parent, except one, immediately
answered this question with the exception of one parent who asked me which therapy I was
referring to given that her child saw five different therapists (including three different
occupational therapists with various specialties). This difference was a stark one between the
groups that parents were easily able to articulate some sort of goal in the follow-up interviews
when none of the parents in the original group were able to do so without having further
explanation as to the meaning of the question.
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Second, parents in the first group seemed to have a lot of negative emotions and feelings
about the idea of a break from therapy. Almost every parent was clearly upset, angry, or
frustrated when talking about the idea of a break from therapy during the initial interviews.
However, during the follow-up interviews, only one parent seemed upset, and this upset was
around when her daughter’s therapy services had been decreased in the past, not around the idea
of taking a break from therapy in the future. Parents interviewed after the change seemed more
concerned about the logistics of trying to schedule their child again or having the same therapist
back after taking a break than about the actual break from therapy itself. When comparing the
groups of children, both groups of children had lifelong conditions and complex needs, and their
parents were considered to be in action or maintenance by their child’s therapist, making it
unlikely that the groups were significantly different. It seems likely that as parents are given
more control over being able to discuss taking a break from therapy and when/how the break
might occur, they would feel more comfortable with or not have as negative of a reaction to the
idea of taking a break.
Theme 1: Long-term planning. As noted above, parents being able to articulate a longterm plan or goal for therapy was a major difference when comparing information from the first
and second round of parent interviews. During the initial parent interviews, all 10 parents
reported feeling that their child’s therapist collaborated with them in developing goals for their
child’s therapy. However, most parents did not feel that they were asked about or that their input
mattered when it came to the decision about a break from ongoing therapy services. The
development of the shared decision-making tool arose from this deficit in the collaboration and
partnership that was identified by parents during interviews. While it is unlikely that this tool
alone will solve all of the issues that are experienced by parents and therapists when it comes to
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the decision to take a break from therapy services, it is believed this step is a strong first step
toward addressing the issue of not having a collaborative discussion and addressing the family’s
needs when planning a break from therapy.
In reflecting on the literature and why this tool was well-received by both parents and
therapists, the concepts of family-centered care and adult learning seem prudent to consider. As
discussed in Chapter 2, family-centered care is considered an ideal service model delivery in all
health care settings. Yet, there are many barriers to implementing family-centered care principles
in practice, including health care provider attitudes, organizational barriers, and a lack of
actionable steps health care providers can take to implement family-centered care principles in
practice (Abraham & Moretz, 2012; Arcuri et al., 2015; Kuo et al. 2012). Family-centered care is
rooted in the partnership between patients, families, and healthcare professionals (Institute for
Patient and Family-Centered Care, 2017).
When using the shared decision-making tool, the therapist is inviting parent input as to if
anything, might be helpful for the parent and therapist to have a conversation when thinking
about the child’s long-term therapy needs and breaks from therapy. The shared decision-making
tool is meant to give parents the opportunity to identify the important items to discuss with their
child’s therapist as opposed to the therapist deciding the important items for the parent. This tool
aligns well with family-centered care principles of asking for patient and family input about care
and using this input to drive the intervention plan (Institute for Patient and Family-Centered
Care, 2017). Using the shared decision-making tool, the parent is able to have control of the
conversation about a long-term therapy plan and a break from therapy.
With the shared decision-making tool, the therapist also has a concrete tool to utilize to
facilitate the conversation about a long-term therapy plan and a break from therapy. When
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exploring research literature regarding improving practices in health care, there is support for
using systems and tools to decrease variability in the services delivered in health care encounters
(Chassin & Loeb, 2011, 2013; Neuman & Chiang, 2013). This does not mean practicing
“cookbook medicine.” The use of systems or tools, such as this shared decision making tool,
gives healthcare providers a common language and starting point for discussing certain topics
and increases the reliability of best practices occurring in healthcare organizations (Chassin &
Loeb, 2011; Chassin & Loeb, 2013; Neuman & Chiang, 2013). In the case of this study, it
seemed therapists had largely avoided having conversations about the family’s long-term goals
for therapy and “blamed” the need for the child to take a break from ongoing therapy on changes
with the scheduling process. With the shared decision-making tool and supporting documents,
therapists have a common language to initiate discussion about a long-term therapy plan while
asking for parent input and for the therapist to collaborate with the family during that
conversation. Having a tool to use should be helpful because now it will not be an option to
avoid having these types of conversations and therapists will be able to start the conversation in a
standard way but then allow for customization based on the child and family’s needs.
Finally, the concepts of family-centered care are important to keep in the forefront as
occupational therapists providing care to children with chronic conditions and their families.
Occupational therapists need to customize their approach to dealing with each family and their
unique situation in order to facilitate a collaborative relationship with not only the child but also
with the parent and family. While coaching and motivational interviewing were techniques that
were discussed in the literature review as methods for enhancing the relationship with children
and families, the principles of adult learning brought out during the discussion would be
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important for occupational therapists to consider when working with parents of children with a
chronic condition to develop a long-term plan for therapy as well.
Theme 2: Relationship with the therapist. Information provided during follow-up
interviews was similar to reports by parents during the initial interviews in relationship to the
strong relationship they felt with their child’s therapist. See the discussion in “Theme 3: Parent
and Child Relationship with the Therapist” above for discussion information on this topic.
Theme 3: Considerations for taking a break from therapy. As discussed previously,
during the initial interviews, parents had a negative perception about a break from therapy if they
feel this is due to a policy or scheduling changes as opposed to something that is in the best
interest of the child. The majority of parents felt they were told that their child needed to take a
break from therapy versus being involved in the decision about taking a break from therapy. The
one parent who felt positively about a break felt she had made the decision for a break along with
her daughter’s care team (the doctor and therapist), and they found other appropriate activities
for her daughter to participate in during the break. The other parents reported feeling like they
were being forced to take a break. They did not seem to have the perception of why this might be
in their child’s best interest, only that a break was being dictated to them by the scheduling
system. Parents reported during initial interviews that they felt as if they collaborated well with
their child’s therapist and that the therapist asked for their input and opinion. It was not until the
discussion about a break from therapy arose that the tone of interviews generally became
negative, which has implications for clinical practice.
The findings in this study supported the idea of using shared decision making was
supported in this study for discussing a long-term plan for therapy decreased negative feelings
about a break from therapy as parents discussed many more logistical concerns related to a break
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than negative feelings during the second round of interviews. The decision for a break from
therapy should be made based upon the break from therapy being appropriate for the child, not
because a scheduling system says it is time. It should be decided through collaborative
conversations between the child (when developmentally appropriate), parent, and therapist.
Parents interviewed for the study universally endorsed the concept of valuing their therapist’s
opinion and professional expertise. Therefore, it seems that if the therapists stated clinically why
they felt a break from therapy may be beneficial for the child as opposed to citing the reason for
a break being scheduling only that perhaps parents would be more receptive to this idea. Even if
the parents did not agree that a break may be in their child’s best interest or did not feel that their
child was ready for a break at that time, it seems that this type of discussion provided in the
context of a supportive environment and spirit of family-centered care would allow for an open,
collaborative conversation between the parent and therapist.
The shared decision-making tool was used to support the family’s autonomy by asking if
there were anything the family wanted to talk with the child’s therapist about in relationship to a
long-term therapy plan. By using the tool and the supplemental documents, the therapist is able
to have conversations that families indicated were important for them to discuss when
considering a break from therapy and align well with ethical principles of beneficence and
veracity. Occupational therapists should also utilize evidence-based practices, such as coaching,
and apply adult learning principles when having conversations with families about selfmanagement and developing long-term plans for therapy. By using coaching strategies, the
therapist would be able to understand the items that are important to the families, their
understanding about a topic, or the activities families might be able to work on with their child at
home. Dunn and colleagues (2012) found significant improvements related to parental sense of
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competence, decreased stress, and parental perception of the child making progress toward
identified occupational performance goals on the COPM when using a strengths-based coaching
in which the occupational therapy intervention focused on coaching the parent as opposed to
direct intervention with the child and found benefits in relationship to. There are other
considerations for occupational therapists as they approach these conversations about long-term
therapy planning for children with chronic conditions, particularly in relationship to the
emotional needs of parents/families and strategies for enhancing collaboration during discussions
with families that have been discussed in other themes above.
Discussion: Step 4: Act
As noted in Chapter 4, we will be moving forward with systematically spreading the tools
across locations at CCHMC and continuing to collect parent and therapist feedback while
continuing to use improvement science techniques laid out in the model for improvement
(Langley et al., 2009). There are also additional steps that we will try to take to improve some of
the other areas identified as important by parents during this study. One thing we will be working
on is developing scheduling alternatives. In particular, we will try to design a method for helping
children to be scheduled with their same therapist after a break from therapy and trying to
gradually decrease the frequency of therapy services prior to a break as opposed to just stopping
therapy based upon concerns reported repeatedly across parent interviews. The majority of
parents interviewed in both groups discussed that one of their big concerns was losing their
child’s therapist if they took a break from therapy. While obviously there is no guarantee with
family scheduling preferences and the therapist’s schedule that the child will be able to have the
same therapy time or previous therapist, scheduling alternatives may effectively address
concerns reported by parents about having the same therapist, having the same time slot, and so
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forth. Many parents also reported that they requested their child be seen at a lower frequency
prior to taking a break so that they had time to adjust to seeing the therapist less and to work
through any problems with the therapy home program activities. I will meet with the manager in
charge of scheduling to see if there are any systems or processes we might be able to put into
place in order to improve the ability to match children back with the therapist they had
previously seen for therapy if this is something the parent wants and to discuss if there is
something we could do to help families with decreasing the frequency of the child’s therapy
services gradually prior to a break from therapy.
Additionally, a couple members of our team are moving forward with trying to
coordinate with other divisions about long-term planning for children with complex long-term
conditions. One of the therapists on the team works in the Division of Developmental and
Behavioral Pediatrics at CCHMC (which is where children with chronic conditions, such as
autism and Down syndrome are seen by a developmental pediatrician and team of therapists for
evaluation and treatment planning), and one of the therapists works in the high-risk infant clinic.
They have relationships with the doctors and other medical professionals in these teams to start
the conversation about how we might do better with helping coordinate care and helping families
feel that they have a more comprehensive care plan in place for their child and that their child’s
care team is on the same page. While this conversation is just beginning, it seems like a valuable
next step in further helping families of children with chronic conditions based on the information
provided during parent interviews. The therapist team plans to continue to meet one time per
month to continue moving forward with this work as everyone felt strongly that this is going to
improve the care we are able to provide to families of children with a chronic condition receiving
therapy services at CCHMC.
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Implementing truly family-centered care principles in practice has continued to be a
challenge at CCHMC. As noted, families identified a variety of positive things, including that
their child’s therapist collaborated with them about short-term goals for therapy and the therapy
home program. Parents reported feeling strong relationships with their child’s therapists.
However, there is room for continued improvement in our division to facilitate truly familycentered care. In reflecting on concepts, such as context, environment, and culture at CCHMC, it
is important to note that our division provides therapy services in a clinic-based environment (as
opposed to services provided in a family’s home or the community). The clinic-based
environment inherently poses challenges with being able to simulate real-life occupational
challenges and situations and with being able to observe the child within the larger family
context. As noted in Chapter 2, patient- and family-centered care continues to be challenging to
implement in practice, despite the understanding that it is best practice and linked to improved
outcomes in health care (Kuo et al., 2012; Wells, 2011).
Jarousse (2011) discussed that patient- and family-centered care is beneficial for both
patients and health care providers and is linked to decreased cost. Jarousse offered several steps
health care organizations can take to help shift culture and notes that changing organizational
culture takes time. The first step is an organizational assessment of readiness to identify gaps and
areas for improvement (Jarousse, 2011). This investigator did not evaluate organization-wide or
division-wide culture. Given CCHMC’s focus on the strategic plan for improving services for
children with chronic conditions, an added focus about how organizations and divisions are
providing services consistent with family-centered care principles would be an important
addition. While using the shared decision-making tool is one step that may be useful for
improving collaborative conversations with parents about a long-term therapy plan for their
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child, additional steps to improve the culture for providing family-centered care would likely be
beneficial for helping to shift the overall philosophy and environment for how care is provided to
children with chronic conditions and their families when they seek therapy services at CCHMC.
For example, it may be beneficial to take other steps for involving children and their families
even further in research or quality improvement activities. One avenue would be to involve
parents on the hospital’s family advisory council to further identify opportunities for
improvement and provide feedback about projects that are being initiated regarding selfmanagement and/or family-centered care in our division.
Implications
Implications for Occupational Therapy Practice
This research project generated valuable information from parent and therapist input in
regard to development of long-term plans for therapy for children with chronic conditions.
Notably, the first round of parent interviews found strengths related to parent perception of selfmanagement, including parents understanding their role in managing their child’s condition and
the therapist’s role, the collaborative discussions that occurred between the parent and therapist
regarding short-term goals for therapy, the development and follow through with therapy home
programs, and the relationship and bond parents felt with their child’s therapist. During initial
interviews, none of the parents knew the long-term plan for therapy for their child or even the
meaning of a long-term plan, and the majority of parents had very negative reactions when
discussing the possibility of a break from therapy. Therefore, the focus of action for this study
was in regard to how therapists collaborate with parents of children with chronic conditions over
the course of their child’s therapy intervention to establish a long-term plan for their child’s
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therapy. There were many amazing ideas and strategies that arose from this research study. Some
key takeaways for pediatric therapists to consider are the following:


Parents of children with chronic conditions are likely experiencing additional stress
and pressure in their role as a parent, and increased stress can affect the child and
family’s outcomes. Therapists should consider the emotional experiences of parents
when providing intervention, including managing the child’s problematic behaviors,
assisting the parent with developing positive coping strategies, and helping parents
develop a support network outside of their families. Occupational therapists should
refer parents to appropriate professionals or support groups when appropriate.



Family-centered care and collaboration should occur throughout therapy intervention.
It is not enough to ask parents the activities they want their child to be able to do and
set goals with them up front. Parent input should be elicited and utilized to guide
decisions throughout the child’s therapy intervention, including the decision to take a
break from therapy. Parents should have a clear understanding of the scope and aims
of therapy. Therapists should empower families to understand and act on a vision for
their child in the future. Therapists also need to consider the unique socioeconomic,
educational, and contextual components of each individual family.



The decision to discontinue ongoing therapy services (take a break from therapy)
should involve a collaborative discussion with parents and children (when
developmentally appropriate). Therapists should consider the many factors that may
be playing into the family’s decision to take a break from therapy or wanting to
continue therapy. The therapist should be suggesting a break from therapy when it is
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in the child’s best interest and not due to scheduling or payer issues. Therapists
should also “own” this recommendation and not blame other things like scheduling.


The use of a shared decision-making tool was effective in enhancing collaborative
discussions about a long-term plan for therapy and potential breaks from therapy.
Shared decision making is an evidence-based strategy occupational therapists can
utilize to facilitate collaborative conversations with families. Shared decision making
is a method therapists can utilize for implementing family-centered care principles in
practice.



Therapists should view parents as adult learners and approach interactions and
providing education from this perspective. Viewing parents as adult learners will
enhance moving from a paternalistic model to a family-centered care model because
adult learning involves the parent directing their goals for learning and making the
learning applicable to their specific situation, which means that interactions with
parents/parents should be directed by the activities that are important to the parent
and be relevant, goal-oriented, and collaborative.



It is important for therapists to discuss expectations and a long-term plan for therapy
with parents of children with a chronic condition. These conversations may be
challenging, and parents may ask therapists questions that they do not know the
answer to, such as about their child’s long-term prognosis. It seems better for
therapists to have these conversations and tell parents that they do not know
something, refer them elsewhere, or suggest a meeting with the child’s care team or
discussion with the doctor than to have parents feeling they have no idea about their
expectations. Occupational therapists should also consider ethical principles, such as
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beneficence, autonomy, and veracity, when thinking about initiating and then having
discussions about a long-term plan for therapy.


Patient experience has become increasingly important in health care settings, given
the triple aim identified in the Affordable Care Act. All health care providers,
including occupational therapists, need to focus on patient and family satisfaction
with services; collaboration and partnership with their child’s health care provider are
linked to parent perception of quality in health care. Occupational therapists need to
invest time in developing effective partnerships with children and their families in
order to maximize the child’s/family’s outcomes and enhance the quality of care they
are providing to children with chronic conditions. Listening and valuing the input of
children and families receiving occupational therapy services and then making
changes based on their input is critical to maintaining occupational therapy as an
integral service for children with chronic conditions.

Implications for Future Research
Implementation of a shared decision-making tool was a strong first step in addressing
areas that parents identified as problematic when thinking about self-management and the
development of a long-term therapy plan for their child. It was unlikely that only one change
would address the myriad of complex issues that are involved in long-term therapy planning and
taking a break from ongoing therapy services for children with chronic conditions. The shared
decision-making tool and supporting documents were found to be useful by both parents and
therapists involved in this study. The shared decision-making tool and supporting documents
were used for a structured way for pediatric therapists to begin having conversations about a
long-term therapy plan for a child with a chronic condition, including determining the
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appropriate frequency of therapy services and deciding on if and when an appropriate time for a
break from therapy would be.
Future directions for research studies beyond this project may include the following:
1. Use of participatory action research methods to explore the research questions
addressed in this study with families that are in lower stages of readiness (precontemplation, contemplation, and preparation).
2. An exploration of the effectiveness of other interventions that may enhance
collaboration around long-term planning for children with chronic conditions, such as
a care conference with the child’s entire health care team (doctors, therapists, etc.).
3. Studying the impact of scheduled check-ins via other means, such as email, phone
call, or a telehealth visit, rather than in-person appointments as ways for families to
continue contact with their child’s therapist and have accountability when on a break
from therapy.
Limitations and Delimitations
As with any study, there are limitations. The main limitation of this study was the ability
to generalize the findings to other settings. Qualitative research is generally meant to study an
issue within a specific population, and the findings in qualitative research have not traditionally
been viewed as generalizable to other settings or populations (Leung, 2015). Generalizability of
the results from this study was limited due to the fact that the decision to develop and implement
the shared decision-making tool was based upon feedback from parents’ experiences with their
child’s therapies at CCHMC. This investigator utilized only parents of children with a chronic
condition who were highly activated limiting the generalizability to families who may be at
lower stages of readiness. It is unknown if parents of children receiving therapy at other hospitals
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or clinics would have similar experiences; contextual factors of health care will affect the
generalizability of the findings of this study. Therefore, while it may be useful to try a shared
decision-making tool regarding long-term therapy planning with parents of children with chronic
conditions, therapy departments should consider whether it is an appropriate step for their
therapists to begin utilizing or if they should be doing something else first to enhance
collaborative conversations with patients and families.
Another limitation of this study was whether the therapist and parent participants are
representative of the larger groups they are part of. The therapist and parent participant groups
were both recruited based on an interest and willingness to be involved in the study. While
therapists provided services across four different CCHMC locations and had varying levels of
experience, they had a strong interest in self-management and determining ways that our division
could be supporting families better. Therefore, these participants may not be representative of the
entire occupational therapy and physical therapy staff at CCHMC. Specific demographic
information was not collected on parent participants other than their child’s diagnosis, type(s) of
therapy the child was receiving, and the length of time that the child had been in therapy. Parents
were asked to participate by their therapist, and only those expressing interest were contacted
about participation. Only two parents interviewed in the first and second round of study
interviews had the same therapist, meaning that parents were reporting their experiences with
over 15 different therapists, which meant that parents were reporting on their experiences with a
variety of therapists in our division as opposed to everyone seeing the same therapist. It is
unknown if these families represent all families receiving therapy services at CCHMC who are in
action or maintenance stages of readiness. However, given the commonalities of experiences
reported across interviews and the variety of therapists that provided care to children and

189
families that participated in the study, it seems likely that these parents are reflective of the larger
group and that the findings can be generalized to other families outside of those participating in
this research study.
Finally, the therapist participants have received no formal research training outside of the
training they received during their formal educational coursework. While we reviewed the data
analysis process prior to beginning coding transcripts, it should be noted that the therapist team
was composed of novice researchers. All therapists reported their biases and preconceived ideas
prior to the project beginning, but there was no certainty that therapist bias did not occur during
the data analysis process. Given the collaborative nature of PAR and that all therapists discussed
their coding of transcripts as a group, it seems unlikely that biases would have affected data
analysis, but situation is a potential limitation in qualitative research studies.
Summary
It has been said that the occupational therapy profession is both an art and a science
(Townsend & Polatajko, 2007). This research project epitomizes the blending of both art and
science in occupational therapy. The project was designed based on the evidence, including
family-centered care, methods for enhancing collaboration with patients and families, models
and theories in occupational therapy, participatory action research methodology, and the use of
an established method for developing and implementing change through the framework provided
in the model for improvement (Langley et al., 2009). Through the involvement of parent and
therapist participants, the art of the project began with understanding parent and therapist
perspectives and drawing on the experience of parents and therapists to co-create a change (the
shared decision-making tool and supporting documents) based on the areas of need identified by
parents. Next, came more science through the use of rigorous quality improvement measures to
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guide the implementation of the shared decision-making tool, including using the model for
improvement (Langley et al., 2009) as a framework for piloting, modifying, and conducting a
large-scale test of the change. The art of the project was further developed through additional
parent interviews and gathering therapist feedback about the use of the shared decision-making
tool. Once again, more scientific inquiry took place analyzing the information shared by parents
and therapists and developing recommendations for spreading this tool to all outpatient
occupational and physical therapists. Therapists can feel confident when using this tool in
practice that it was developed from evidence-based methods. However, they can use the shared
decision-making tool and supporting documents to customize their conversations regarding a
long-term plan for therapy with each family. Just as a sculptor may start with the same type of
clay to begin each project, ultimately at the end of his/her work, each sculpture will be different.
Similarly, therapists can now use the shared decision-making tool to facilitate discussions about
a long-term therapy plan for children with chronic conditions while allowing the family’s
concerns and the collaborative interaction between the parent and therapist to guide the artistry
of how the plan for each child’s therapy unfolds.
As discussed previously, developing a long-term plan for therapy, including breaks from
ongoing therapy, for children with chronic conditions is complex. The shared decision-making
tool and supporting documents were a solid first step in addressing the problems identified by
parents, and the tools were found to be helpful in having conversations about a long-term therapy
plan for children with chronic conditions during this study. However, as noted previously,
CCHMC is a large hospital with over 200 occupational and physical therapists on staff. While
the 10 therapists that trialed the tool and parents who were involved in the study identified
improvements through the use of the tool, it will take time to spread this tool to all therapists and
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to determine its effectiveness on a larger scale. Therapists will be trained how they can utilize the
shared decision-making tool and the process for its development through a systematic plan for
spreading these tools. This training will ensure all therapists receive the same information about
how and when they might choose to utilize the shared decision-making tool and supporting
documents during the course of therapy intervention, and we are able to continue to collect
feedback about the effectiveness of using these tools in practice. While the tool was developed
out of a rigorous process involving both parent and therapist input, therapists can use evidencebased techniques to enhance conversations with patients and families. Therapists using this tool
will still need to use artistry when discussing and devising an individualized plan for each child’s
therapy.
In summary, this study sought to understand parents’ perspectives on their child’s longterm therapy needs and how decisions are made about their child’s needs for ongoing therapy or
breaks from therapy. The investigator explored parents’ perception of self-management,
including their perception of their role and the therapist’s role in the management of their child’s
chronic condition. I also explored parents’ beliefs regarding the therapy their child’s therapist
was already doing well or could do better to help them develop self-management skills and how
they managed their child’s needs outside of therapy sessions. Through the use of participatory
action research methods, parents were able to identify strengths related to the therapy process,
including how the child’s therapist collaborated with them, the child’s relationship with the
therapist, and things that improved their ability to follow through with therapy activities at home.
However, a common concern regarding a lack of collaboration about a break from therapy and
not having a long-term plan in place for their child’s therapy was reported by parents across
almost all interviews.
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Based upon input from parents and practicing therapists, a shared decision-making tool
and supporting documents were developed to address these deficits of not having a long-term
therapy plan for the child, and the parents feeling they were not involved about the decision to
take a break from therapy. The tools were subsequently piloted, revised, tested on a larger scale,
and then evaluated to determine their effectiveness through parent and therapist input. During
follow-up interviews, all parents reported knowing which long-term goals and plan for therapy
for their child were in place and reported a different experience in feeling like their therapist
discussed a long-term therapy plan for their child with them. Parents also did not have the
negative reaction when discussing a break from therapy that was common during the first round
of parent interviews. Given the positive results following implementing this change in practice,
we will begin spreading the use of the shared decision-making tool and supporting documents.
Additionally, the therapist participant team will continue to meet to work on making additional
changes in our department, including trying to develop care conferences for children with
chronic conditions and improved processes for scheduling children for therapy leading up to and
following a break from therapy.
The questions undertaken for this research study were complex. This study blended both
art and science throughout the research process using participatory action research methods.
There is not one solution that will address the issue of how to support all children with chronic
conditions and their families as the child participates in therapy services throughout his/her
lifetime, but the development and implementation of the shared decision-making tool and
supporting documents was a big step in helping to address some of the challenges identified by
parents during this study. The therapist team will continue the work that was initiated during this
study, focusing on making additional improvements related to long-term therapy planning for
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children with chronic conditions. Even though this is just one step in this process, the findings
are valuable and have the ability to affect the occupational therapy profession and the services
that occupational therapists provide to children with chronic conditions and their families.
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Appendix A
Themes with Clusters from Initial Parent Interviews
Role of Parent of a Child with Special Needs
Care coordinator
 Parent is care coordinator
 Coordination of care
 Want care team to be on the same page
Member of the team
 Parent is part of the team
Work with child at home
 Therapist can’t fix child alone
 Need for carryover at home
 Parent manages more than they give themselves credit for
Extra stress on parent of child with special needs
 Extra stress
 Struggle to get through the day
 Time burden of therapy
 Pressure on parent to do everything they can do
 Survival
 Financial impacts
Uncertainty about the Future
Lack of a long term therapy plan





Therapist does not ask about long-term goals
No long-term plan in place for therapy
Would like to not be in therapy long term
No setting long-term goals with therapist

Unsure of child’s potential






No one talks to parent about what to expect
Don’t know what to expect long term
Uncertain about child’s future
Uncertain prognosis of diagnosis
Unknown long term expectations for child

Worry and fear




Worry about the future
Wants to know what the plan is
Afraid of the unknown

Difficulty setting realistic expectations
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Doesn’t know if child will be independent
Hard developing realistic expectations
Difficulty setting realistic goals
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Appendix B
Themes with Clusters from Follow-Up Parent Interviews

Long-Term Planning
Discussion about long-term goals
 Parent tells therapist long-term goal
 Parent talks about future plans
 Parent and therapist have talked about long-term goals throughout therapy
 Therapist talks with family about their expectations
 Scared to say LTG out loud
 Parent doesn’t want to talk about long-term goals
 Parent wants child to have tools to be successful
 Parent wants child to be as independent as possible
Therapist understands parent goals for child
 Therapist understands family goals
 Therapist understands long-term goal and steps to get there
 Therapist gives information about prognosis related to goals
Team approach would be helpful
 Would like to have coordinated team plan of care
 Team approach to care
 Parent wants care team to meet
 Parent wants to prioritize goals for child
Uncertainty
 No time frame for achieving goals
 Unsure if long-term goals are realistic/possible
 Unsure of child’s potential
 Wait and see
 Short-term goals not clearly tied to long-term goals
Support network
Relationship with Therapist
Open communication with therapist
 Guidance from therapist
 Therapist is accessible
 Open communication is important
Therapist is affirming
 Therapist is reassuring
 Therapist empowers family to modify activities at home
 Therapist affirms parent
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Therapist knowledge/skills
 Therapist helps figure out strategies for child to be successful
 Therapist is good at job
 Therapist explains importance of activities
 Therapist knows what child is capable of
 Therapist teaches parent
Child and family work well with therapist
 Therapist pushes child
 Bond with therapist
 Comfort with therapist
 Child needs right therapist
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Appendix C
Therapy Self-Management Shared Decision-Making Tool
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Appendix D
Long-Term Therapy Planning Tool
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Appendix E
Setting Realistic Expectations/Discussing Prognosis
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Appendix F
Strategies for Being Able to Follow Through with Therapy Activities at Home
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